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AIDS ISSUES 
Cost aiid Availability of AZT 



TUESDAY, MARCH 10, 1987 

House of Representatives, 
Committee on Energy and Commerce, 
Subcommittee on Health and the Environment, 

Washington, DC, 

The subcommittee met, pursuant to notice at 9:55 a.m., in room 
2322, Rayburn House Office Building, Hon. Henry A. Waxman 
(chairman) presiding. 

Mr. Waxman. The meeting of the subcommittee will come to 
order. 

Last September the Department of Health and Human Se vices 
and the Burroughs Wellcome Company made a dramatic joint an- 
nouncement. There was an AIDS drug. The drug AZT had been in 
clinical trials in humans for 7 months. The trials were double- 
blinded and placebo-controlled. That is, by secret random selection 
half of the patients received AZT and half received a placebo. 

A few months later researchers began to report that some AIDS 
patients were clearly getting better. Others were dying. The re- 
searchers insisted that a scientific safety board break the secret 
code 1 1 see if the drug was producing these results. 

In September the safety board revealed that about 1 out of 8 pa- 
tients in the control group had died compared to one out of 145 of 
the patients receiving AZT. Given this information, both HHS and 
Burroughs Wellcome decided that it would be unethical to continue 
the study, that keeping some patients off the drug endangered 
their lives. 

While formal approval procedures began, all control group pa- 
tients were given AZT. In addition. Burroughs Wellcome and HHS 
began to supply AZT free of charge to any AIDS patient in Amer- 
ica who had symptoms similar to those of Ihe study. To date, over 
4,500 patients have been given the drug. 

In January the FDA's scientific advisory panel recommended 
that the drug be approved for sale in the U.S., England and France 
have already approved its sale. Last month Burroughs Wellcome 
announced that the drug will wholesale for about $7,000 per pa- 
tient per : ear. The retail price is expected to be between $8,000 
and $10,000. 

There are a number of major questions that musL be answered in 
today's hearing. Is this a fair price? Who will pay for the people 
who are now being treated for free? Who will pay for the people 

(1) 
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who become ill after th^ drug is approved? Who is responsible for 
people who cannot pay? 

But the guiding principle in answering these questions has al- 
ready been given by HHS and Burroughs Wellcome as part of their 
original dramatic announcement: Keeping AIDfci patients off AZT 
endangers their lives. It would be unethical to do so. 

We cannot permit the health care system to keep this drug away 
from people any more ethically than we could have permitted the 
health research system to do so. Giving patients sugar pills because 
they are part of a study can be justified as an effort to learn about 
a disease and its cure. Giving patients nothing because they have 
no insurance and no money can be rationalized only as a part of a 
system that provides health miracles to the wealthy and health ne- 
glect to the poor. 

This subcommittee has wrestled with aspects of these problems 
before, perhaps most visibly in the question of pa3ang for organ 
transplants^ and the expensive drugs that are needed to make them 
successful. Today we confront the problems in their most crystal- 
lized form. If the manufacturer, the States and the Federal Govern- 
ment work well, lives can be prolonged, perhaps for a long time, 
perhaps until a cure for AIDS is found. If we do not, poor AIDS 
patients will die. It's as simple as that. 

Before calling on our witnesses, I want to recognize the distin- 
guished ranking minority member of the subcommittee, Mr. Mad- 
igan. 

Mr. Madigan. Thank you, Mr. Chairman. Mr. Chairman, this 
morning's hearing brings into focus once again the problem of 
meeting the high cost jf providing health care with finite re- 
sources. The question is, "Who is going to pay for it? And it's a re- 
frain which we have heard repeatedl> in the past and which we 
will continue to hear in the future, not only with regard to this 
therapy but with regard to many others. 

I hope that the witnesses today will help us in developing a ra- 
tional answer to that question, and will not automatically say that, 
"It is not us who will be paying for it." The AZT therapy has been 
demonstrated to prolong the lives of certain AIDS patients. The 
question is — or the first question is, should it be made available to 
those patients at little or no cost? What if a superior drug is discov- 
ered, should it also be made available? Should the provision of AZT 
be continued if some superior drug is discovered? Those are just 
some of the questions. 

I'm interested in the future prospects for AIDS therapy and hope 
that the witnesses will focus on their planning for the future, as 
well as the immediate problem of financing AZ'^ therapy. And I 
would hope that all of the witnesses this morning will keep in 
mind that this subcommittee will be hearing about numerous 
health issues in coming weeks. I'm sure all the members of the sub- 
committee will join me in requesting that the AZT issue be put in 
perspective with those other issues, particularly the testimony 
from various department officials. 

Mr. Waxman. Mr. Wyden. 

Mr. Wyden. Just very brieflv, Mr. Chairman. I certainly com- 
mend you for going forward with this hearing. There are really two 
issues that I think are particularly important. 
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One, I would like to see Congress, to bring some certainty and 
some new integrity to the drug approval process. In some instances 
drugs are approved too fast; in other instances drugs are approved 
too slowly. Fm very interested in looking at the AZT pricing issue 
in conjunction with an overall examination of the drug approval 
process. 

The other reason that I think your hearing is so important, Mr. 
Chairman, is that there will be billions of dollars involved in the 
development of new drugs against AIDS. The prospects are there 
for abuses and problems steming from these drugs. I think it's very 
important that we maintain vigorous oversight. This hearing is an 
important first step in that process, and I look forward to your tes- 
timony. 

Mr. Waxman. Thank you, Mr. Wyden. Mr. Whittaker. 
Mr. Whittaker. Nothing, thank you. 
Mr. Waxman. Mr. Dannemeyer. 

Mr. Dannemeyer. Thank you, Mr. Chairman. I commend you for 
looking into this subject of how we can withstand the cost of pro- 
viding hopefully some treatment and drugs for those people who 
now have a non-curable disease. One of the tragedies of the public 
health response tx) this epidemic in America is the non-traditional 
response which public health authorities have adopted. 

Notwithstanding the epidemic in the country specifically, we do 
not today call on States to report and notify public health authori- 
ties when a person with the AIDS virus is found in the course of 
treatment by physicians. Repoi-ting the existence of a communica- 
ble disease is a normal, routine process that strangely in the treat- 
ment of this disease is not now being followed. As to why, that re- 
mains a good question. 

I hope that this subcommittee will hold hearings on the failure 
of the public health authorities in this Nation to adopt normal, 
routine practices that can hopefully minimize the transmissability 
of this fatal virus to other citizens in our community. One of the 
tragedies of this whole thing is that we don't know the number of 
people in this country today who may have a need for this drug or 
other drugs that may come along because we have not been follow- 
ing the routine, normal response of public health authorities when 
a new communicable disease comes along. Namely, to report it to 
public health authorities. 

I would hope someday, Mr. Chairman, that you will find time on 
your agenda to hold hearings on this issue and others that are de- 
signed to develop a public health response whereby this Govern- 
ment and Stat^ governments around the country will treat this 
issue as a public health issue and stop treating it as a civil rights 
issue. Thank you very much. 

Mr. Waxman. Thank you, Mr. Dannemeyer. We will be holding a 
number of hearings on a number of the ramifications of the AIDS 
epidemic throughout the year, but the one today is on this question 
ofthecoLtof AZT. 

[The statement of Hon. Terry Bruce follows:] 

Statement of Hon. Terry Bruce 
Thank you Mr. Chairman for holding this heanng. 
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The spread of the AIDS virus has truly become a national concern— one that de- 
mands the awareness of every American. Programs aimed at eliminating the threat 
of AIDS demand the uncompromised support of every American. I strongly believr 
that we must redouble our effort to devise both a preventive measure to protect the 
uninfected population and move forward in providing hope for Americans who al- 
ready have AIDS. , ^ ^ . . ^ . 

The development of the drug AZT holds out new hope for AIDS victims and their 
families. Preliminary tests indicate that AZT will retard the ravages of AIDS and 
permit many patients to resume productive lives. 

Unfortunately, AZT is prohibitively expensive— an estimated cost of up to $10,000 
per year for each patient U8;ng the drug. For AIDS patients whose resources have 
already been exhausted, AZT can realistically only offer hope in conjunction with 
Federal assistance. Medicaid, the health care provider for low-income Americans, 
may spend as much as $800 million this year on assistance to AIDS victims. If Med- 
icaid were to provide its AIDS patients with AZT the bill could jump to $950 million 
in 1988. With the welcome life prolonging effects of AZT we can expect increasing 
Federal Government cost exposure tiirough the Medicare program. The cost of pro- 
viding AZT raises the question of how best can the Federal Government provide for 
victims of AIl^. ^ , ^. ^ . t . « . . x 

Mr. Chairman, I commend you for holding this hearing and I look forward to the 
witnesses* testimony. 

Mr. Waxman. And for our first witness, we're pleased to recog- 
nize Mr. T.E. Haigler, Jr., president and chief executive officer. 
Burroughs Wellcome Company. We're delighted to have you with 
us. We'll make your statement part of the record in full. We'd like 
to ask you to present your testimony orally and to try to highlight 
the main points, trying to keep as close to 5 minutes as possible. 

STATEMENT OF T.E. HAIGLER, JR., PRESIDENT AND CHIEF EXEC- 
UTIVE OFFICER, BURROUGHS WELLCOME CO.; ACCOMPANIED 
BY DAVID BARRY, VICE PRESIDENT, RESEARCH 
Mr. Haigler. Thank you, Mr. Chairman, for the opportunity to 
appear before your committee. I am T.E. Haigler, Jr., president and 
chief executive officer of Burroughs Wellcome Co., located in Jle- 
search Triangle Park, NO. With me today is Dr. David Barry, our 
vice president for research. 

As you know, it was Burroughs Wellcome research that first 
identified AZT, now called RETROVIR, as being of potential value 
in the fight against AIDS. And it was Burroughs Wellcome, along 
with a number of outstanding government scientists and university 
investigators who conducted the study and development of this 
drug which has brought hope to AIDS sufferers everywhere. 

We have submitted a formal statement and asked that it be 
made part of the record. I will attempt to briefly rummarize that 
statement and then answer your committee's questions. 

Eight months ago Dr. Barry appeared at a Congressional hearing 
on AIDS research before Congressman Weiss and yourself. I think 
it is fair to say that tremendous progress has been made since 
then. Today we have a drug that is in the review process and hope- 
fully will be soon approved for use against the human immunodefi- 
ciency virus. 

We have gone from making the quantities necessary for small 
scale clinical trials to a situation where more than one-third of all 
living AIDS patients in tne United States are receiving RETROVIR 
therapy. Normally, it would take about 5 years to devise and per- 
fect the production methods required to go from synthesizing small 
quantities of drugs to the tons currently being produced. Through 
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an enormous effort, we have succeeded in increasing our supply 
more than a thousandfold in the last 18 months. We have invested 
millions of dollars in the i esearch program that has brought this 
% drug from the laboratory to more than 4,000 patients in a period of 

less than 3 years. 

We began this research at a time when AIDS was not considered 
a significant public health problem by the general public. We did 
this because we felt our experience with antivirals would enable us 
to make a valuable contribution to the fight against this devastat- 
ing disease, and we believed we had an obligation to do so. 

This effort involved a significant of financial risk. The full use- 
fulness of RETROVIR is unknown. Efficacy and speed of introduc- 
tion of other therapies are unknown. Our financial returns are un- 
certain. After we showed that the antiviral approach could indeed 
by successful, others have taken an active interest in this therapeu- 
tic area. And we believe that that is in the public good. 

The costs involved in this project have been significant. Apart 
from the millions of dollars that we have spent in research, Well- 
come has committed more than $80 million in additional capital for 
raw materials for production of RETROVIR. This is above and 
beyond other u^ual costs associaced with manufacturing and dis- 
tributing RETROVIR to patients. 

Mr. Chairman, as I am sure you and your committee know, de- 
spite our best efforts, we will be faced with the difficult situation of 
having a somewhat limited supply of RETROVIR initially following 
FDA approval. However, let me assure you that we are devoting 
the necessary time, technology, personnel, and financial resources 
to continually increase supply. I can say that the supply situation 
is constantly evolving and improving. 

We expect to have adequate supplies of the drugs available for 
most seriously ill patients immediately upon approval. And Mr. 
Chairman, we expect our supply to be sufficient to meet the needs 
01 more than 30,000 patients in the United States by the end of the 
year. 

We have discussed an appropriate distribution system with the 
FDA and other agencies in the Department of Health and Human 
Services and outside experts. This distribution system will be in 
place at the time of FDA approval. 

At tnis point, Mr. Chairman, I think we can safely say that drug 
therapy offers the only hope for patients suffering from this deadly 
disease. VVhile education and ultimately vaccines may help to slow 
the acquisition of the virus, drug therapy is the modality that will 
have the most positive impact on the substantial population al- 
ready infected. The hope of drug therapy is to sav? lives, return pa- 
tients to productive lives, and keep patients with minimal symp- 
toms healthy. 

We have shown that RETROVIR can prolong life in those pa- 
tients who have one of the most severe forms of human immunode- 
ficiency disease. We know that RETROVIR can reduce their risk of 
opportunistic infections and improve their ability to live day to 
day. 

On the health care expenditure side, we believe RETROVIR will 
reduce annual direct costs for the patient with advanced forms of 
the disease. We believe the RETROVIR therapy also will limit the 
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progression of patients from less serious to more serious forms of 
the disease. Aside from the obvious benefits to the patient, this will 
also reduce health care costs. As we all know, the end stages of 
HIV infection are when the largest consumption of health care re- 
sources occur. 

We estimate that the annual cost of RETROVIR to patients 
could be in the range of $7-to $10,000. Let me assure you that we 
have considered a number of factors in establishing our pri( ) for 
RETROVIR. We have considered the high cost of developing and 
producing this drug, and the very real needs of the patients for 
whom it was developed. 

I believe we have balanced our concern for patients with the de- 
velopment and production costs involved and the risks we have as- 
sumed. We have recognized our need to recover our cost, achieve a 
financial return in an uncharted therapeutic area and in an un- 
charted, uncertain future. 

It is my hope, Mr. Chairman, that the proceeding has been of 
value. Dr. Barry and I will be happy to answer any questions you 
might have. 

[The prepared statement of Mr. Haigler follow^:] 



I am TE. Haigler, Jr., president and chief executive officer of Burroughs Well- 
come Co., a research-based pharmaceutical company located in Research Triangle 
Park, North Carolina. With me is David Barry, M.D., our vice president of research. 

I am pleetsed to have the opportunity today to provide information about Bur- 
roughs Wellcome's efforts in the discovery and development of RETROVIR for the 
treatment of certain patients suffering from diseases associated with the human im- 
munodeficiency virus, namely Acquired Immune Deficiency Syndrome (AIDS) and 
AIDS Related Complex (ARC). I would like to give you some background informa- 
tion about Burroughs Wellcome and its prior work in the antiviral area. I will then 
summarize our research and development efforts with respect to RETROVIR and 
describe our supply situation and distribution plans for RETROVIR, including pric- 
ing considerations. 



Burroughs WeHcome is the American subsidiary of The Wellcome Foundation, 
Ltd., a worldwide group pharmaceutical companies. The Wellcome enterprise was 
founded in 1880 by two Ai*ierican pharmacists, Silas Burroughs and Sir Henry Well- 
come. Throughout the years, it has been dedicated to the advancement of medical 
knowledge and care. The Wellcome Foundation was established in 1924 to consoli- 
date the international business of Wellcome 

In 1936, Sir Henry's v^ill created the charitable Wellcome Trust as the Founda- 
tion's sole shareholder a' id directed that earnings would be used to further medical 
and scientific research t) improve the physical condition of mankind. Since its cre- 
ation. The Trust has distributed more than $180 million dollars to worldwide medi- 
cal research, independent of Wellcome research activities, making it the largest pri- 
vate philanthropy in Great Britain. 

In 1986, 25 percent of the Foundation shares were offered for public sale. The 
other 75 percent remain with the Trust This public offering was intended to diversi- 
fy the Trust's source of income and provide additional resources for its work. After 
105 vears, Wellcome became a publicly held company and now is traded on the 
London Exchange. 

Burroughs Wellcome Co., the United States subsidiary, was founded in 1906. It 
employs more than 3,500 people in the United States and is dedicated to research, 
development, manufacturing and marketing of human pharmaceutical and diagnos- 
tic products. The company makes about 90 products including anttbacterials, analge- 
sics, and drugs to treat cardiovascular diseases, gout, malaria, cancer and organ 
transplant rejection. Seven of our medicines have been used in the treatment of var- 
ious manifestations of AIDS and its associated opportunistic infections. 
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A pailloular area of interest end success at Wellcome has been the development 
of antiviral agents. Over three decades, Wellcome scientists have developed the most 
successful antiviral program in medical research This research grew out of pioneer- 
ing studies in cancer chemotherapy and nucleic acid derivatives in the 19408 and 
19508. It p inted the way to the company's first antiviral drug, MARBORAN, which 
was usee taring the 19608 for the prevention of smallpox and treatment of smallpox 
vaccination complications. 

Burrouffhs Wellcome began an intensive research effort to discover new antiviral 
compounds in the 19608 and 19708. The company developed VIROPTIC brand tri- 
fluridine to treat herpes infections of the eye and later discovered ZOVIRAX brand 
acyclovir, the first antiviral to selectively atteck a virus while leaving normal cells 
virtually untouched. Intravenous ZOVIRAX and ZOVIRAX Ointment were intro- 
duced in 1982 for the treatment of initial genital herpes infections and herpes sim- 
plex infections in patients with inadequate immune systems. ZOVIRAX Capsules 
were introduced in 1985 and are used worldwide for the treatment and suppression 
of a varieUr of herpes group infections including genital and facial herpes as well as 
shingles. ZOVIRAX has helped millions of people in their efforts to deal with the 
medical and psychological effects of infections caused by this group of viruses. 

RESEARCH AND DEVELOPMENT 

Our research into AIDS is a natural extension of this antiviral program. This re- 
search began at a time when AIDS was not considered a significant public health 
problem by the general public, and pharmaceutical manufacturers generally did not 
consider the illness to be one involving significant financial rewards. We initiated 
this research because we felt that, based on our antiviral experience, we could make 
a valuable contribution to the fight against this devastating disease. 

Our AIDS research program began in June 1984 with a study of chemical com- 
pounds which we felt might be effective against the AIDS virus. In November 1984 
we identified a compound, AZT, also known as azidothymidine or zidovudine, and 
which we now call RETROVIR, which inhibited the replication of certain animal 
viruses in the laboratory. Independent laboratory testipg in late 1984 and early 1985 
confirmed that zidovudine was effective in inhibiting the multiplication of the 
human AIDS virus in the test tube. 

Toxicologic and pharmacologic testing began in the spring of 1985, ac did work on 
scaling up synthesis of the drug. On June 14, 1985, we submitted an application to 
the Food and Drug Administration to obtain an Investigational New Drug Exemp- 
tion for the use of RETROVIR in humans. On June 21, 1985, ihe FDA indicated that 
the data were sufficient to allow us to begin clinical studies in humans. 

The first patient received RETROVIR on July 3, 1985 at the Clinical Center rf the 
National Institutes of Health. This initial Phase I study ultimately involved 35 pa- 
tients. It showed that adverse reactions were limited, consisting primarily of some 
bone marrow suppression in some patients when taking high drug doses for pro- 
longed periods of time. The study also indicated that RETROVIR was well absorbed 
after oral administration and entered the brain in reasonable amounts Some of the 
patients showed some objective and subjective evidence of improvement, including 
an increased sense of well-being, weight gain, and improvement in various measures 
of their immune system. 

These responses were sufficiently encouraging to allow us to begin a Phase II 
double-blinded, placebo-controlled study of RETROVIR. 

This study, which took place at 12 medical centers throughout the country, began 
on February 18, 1986. It was financed solely by the Burroughs Wellcome Co. It 
began five months before the National Institute of Allergy and Infectious Diseases 
selected the AIDS Treatment and Evaluation Units (ATEUs). Most of the 12 centers 
involved in the Burroughs Wellcome study were eventually selected as ATEUs. A 
total of 282 AIDS an^ AIDS Related Complex (ARC) patients were enrolled in this 
study during the period of February to June 1986. Because of the ehical concerns 
rai^ by a placeboHjontrolled study in a uniformly fatal disease, arrangements were 
made to convene a Data ard Safety Monitoring Board, through the auspices of the 
National Institute of Allergy and Infectious Disease, to examine the data on pa- 
tients in the study every two to three months. If either the placebo or the drug- 
treated group did either so poorly or so well that it would be unethical to continue 
the study as designed, this outside review board would inform us and the study 
would be stopped. 

In September 1986, an interim analysis presented to this board showed that there 
was a significantly lower mortality rate in patients randomized to receive RETRO- 
VIR compared to those randomized to receive placebo. The trial was halted. At the 
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time the trial was stopped, there had been 16 deahts among the 137 patients receiv- 
ing placebo and one death among the 145 patients receiving RETROVIR. The group 
receiving RETROVIR also had a decreased number of opportunistic infections. This 
was true of both AIDS and ARC patients. In addition, weight gcin and improve- 
ments in the immune s^tem and the ability to perform daily activities noted in the • 
etj-lier study were confirmt^d in this larger study. Bone marrow suppression contin- 
ue'^ to be a significant side effect. 

.>ecause this stud; showed the benefits of RF*TROVIR therapy outweighed the 
risks associated with treatment in certain groups of AIDS and AkC patients, place- « 
bo recipients in this study w^re given the opportunity to ref^eive RETROVIR ther- 
apy. Eighty-four percent of the patients enrolled in this study are aHve today, more 
than one year aiutt .he first patient was enrolled. In addition, the National Insti- 
tutes of Health, the Food and Drug Administration and Burroughs Wellcome estab- 
I'shed an investigational new drug (IND) program to make RETROVIR more widely 
available to the group of patients for whom the benefits had been shown over- 
whelmingly to outweigh th ~?sk8, namely AIDS patients wiio had recovei^ from at 
least one episode of pneumo«.ystis carinii pneumonia. 

Since September 1986, more than 4,500 patients, one-third of all living AIDS pa- 
tients in the United States, lave recei ed RETROVIR free of charge from Bur- 
roughs Wellcome through thii treatment IND program. There are 2,122 physicians 
registered with the treatment IND program and 919 registered pharmacists. We an- 
ticipate that the treatment IND program will ultimately distribute more than $10 
million worth of drug. 

While this program was being implemented, a U.S. New Drug Application (NDA) 
was filed in sequential segments with the FDA to ensure that the data were under 
review as rapicUy as possible. The submission of the NDA began in October and was 
completed on December 2, 1986. The FDA held an advisory committee meeting to 
review the data on January 16 of this year. The committee voted 10 to 1 to recom- 
mend approval of RETROVIR for the treatment of most AIDS patients and certain 
seriously ill ARC p'ltients. W^^ have supplied the FDA with additional information 
they requested and aie in active discussion with them, including meetings later 
today. We expect approval in the very near future License applications have been 
submitted to a numoer of regulatory authorities in other countries by the Wellcome 
Foundation Approvals for general sale already have been granted in the United 
Kingdom i France. 

In the meantime, we have continued ovr efforts to learn more about ilETROVIR 
and the patients for whom it might be beneficial. Our clinical trial program has ex- 
panded and we expect to begin studies with RETROVIR in 1,500-2,000 paH'^nts 
around the world within the next six months. This program will include pediatric 
patients, patients with Kaposi's sarcoma, neurological disease, ARC and asympto- 
matic infection. Also underway are studies to test the effectiveness of RETROVIR in 
combination with other drugs as well as its usefulness in patients undergoind bone 
marrow transplantation or T-lymphocyte transfusions. 

These efforts are just part of a multimillio.i dollar investment in research which 
brought this drug to its current status in tc period of less than three years. Current- 
ly, about one-fifth of all research and development spending at Burroughs Wellcome 
Co. involves RETROVIR. Clinical trials of drugs in AIDS and ARC patients are ex- 
traordinarily expensive because of the difficulty in culturing the virus, the relative- 
ly long-term nature of most human immunodeficiency virus (HIV) studies and the 
extremely complicated nature of the iUness which these patients present to the cli- 
nician. We began this research at a time when the full impact of this disease was 
not fully appreciated and the chance of success was highly unlikely. This effort in- 
volved a significant amount of financial risk. Because the full usefulness of RETRO- 
VIR and the efficacy and speed of introduction of competitive products are un- ■ 

I own, our financial returns are uncertain. H ;wever, the research we have done 

s already contributed to a greater understanding of the disease. For ex amp. j, the 
information collected from the placebo arm of our phase II trial alone is the most 
rigorous study of the natural history and progression of AIDS and ARC The data 
will provide an excellent foundation for the research efforts of our own company 
and many others who have only recently begun taking a greater interest in this 
therapeutic area. 

P..0DUCT10N AND SUPPLY 

Parallel to our efforts to expand our clinical knowledge about RETROVIR have 
been our efforts to increase production of the drug so that it can be made more 
widely available to appropriate patients. Compared to most other drugs, RETROVIR 
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is a complex and very expensive drug to manufacture The overall process from 
original raw material to delivering RETROVIR to the patient takes about seven 
months. 

The chemical production process can be divided into two sections. First, the work 
done externally to make and supply thymidine, a key raw ingredient, and then the 
work done by Burroughs Wellcome to go from raw material to final drug substance. 

For our initial work on zidovudine, we purchased commerically available thymi- 
dine, which had been obtained as a side product from the DNA in salmon and her- 
ring sperm. We are informed that the annual worldwide usage, at this time, was 
about 25 pounds. By the summer of 1985, the world's available supply of thymidine 
had been exhausted. We, therefore, had to find companies with the appropriate 
technology to manufacture larger quantities of both natural and synthetic thymi- 
dine for us as fast as possible. 

One company in particular, Pfizer Inc., has been very cooperative and allowed us 
to continue our development with minimal delays. They have a multi-step process 
which involves about 10 chemical reactions. Even with this technolog)% a great deal 
of work was involved to increase the world's supply of thymidine several thousand- 
fold in less than two years. The costs have been significant and were undertaken 
with no asburance during most of that period that a commerically viable product 
would result. Because of the complexity of the synthesis and the quantities involved, 
several chemical plants are involved in production of thymidine. 

Burroughs Wellcome uses six chemical reactions in a series of stages to convert 
thymidine to RETROVIR. By employing the m^oritv of our chemical development 
resourt:e8 over the past 18 months, we have doubled the efficiency of these stages. 
Normally it would take about five years to devise and perfect the methods required 
to increase the amount of drug synthesized from the fraction of an ounce pnxluced 
for initial study to the tons needed for availability to thousands of patients. Through 
improvements in technology, the cooperation of our suppliers and our willingness to 
disrupt production plans, we have been successful in increasing our supply by a 
factor of 10 every six months for the past year and a half. 

The costs involved in this operation have been significant. The Wellcome group 
has committed more than $80 million in additional capital and raw material specific 
to RETROVIR. This is above and beyond other usual costs associated with manufac- 
turing and distributing RETROVIR to patients. 

Despite our bust efforts, however, we will be faced with the difficult situation of 
having a somewhat limited supply of RETROVIR for a period of time in the near 
future. We are devoting the necessary time, technology, personnel, and financial re- 
sources to continually increase supply. The supply situation is constantly evolving 
and improvmg. We believe that adequate supplies of RETROVIR will be available 
for the most seriously ill patients immediately, and project that supplies for a mini- 
mum of 30,000 patients and probably more will be available by the end of 1987. 

However, because of the limited availability of RETROVIR initially follov^lng 
FDA approval, there appears to be a need for some type of controlled distribution 
system. Burroughs Wellcome has discussed an appropriate system with the FDA 
and other agencies in the Department of Health and Human Services. A panel of 
experts, chaired by Dr. Sheldon Wolff aad organized through the auspices of the In- 
fectious Disease Society of America, is serving as an outside consultant to help us 
with this system. These groups and the FDA Advisory Committee understand our 
supply situation and the proposed distribution system and h ive indicated their sup- 
port of our plans. 

The company has three goals in distributing the available supply of RETROVIR. 
We have a commitment to help ensure the continued availability of this medicine to 
patients who already have begun RETROVIR therapy, as long as the drug is medi- 
cally appropriate for them. We want to channel the available supply to the patients 
with the greatest need and those patients who are most likely to benefit from RE- 
TROVIR therapy, given our present state of knowledge about the drug. We need to 
ensure an adequate supply to meet th'^ir contin»..:ng needs In addition, we have to 
set aside enough drug to continue a large clinical trial program in order to advance 
our knowledge about RETROVIR therapy and further identify the patients for 
whom it may be beneficial. A distribution system designed to meet these objectives 
will be in place when the drug is approved. 

The system will be similar to the process presently being followed in the treat- 
ment IND program During the period of limited drug supply, criteria for patient 
selection will be determined based upon the indications in our FDA-approved pack- 
age insert and in consultation with our outside experts. Physicians will apply for 
the drug on beha' * of individual patients. Qualified patients with a physician's pre- 
scription will be given an identification number and RETROVIR will be shipped di- 
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rectly from Burroughs Wellcome to a pharmacy of the patient's choice. This system 
will enable us to alert physicians as soon as additional dr\ig supplies become avail- 
able. 

The price Burroughs Wellcome will charge wholesalers for RETROVIR is expect- 
ed to be $188 per bottle of 100, 100 mg capsules. The monthly and yearly cost for ^ 
individual patients will vary depending on dosage regimens and length of time on 
therapy, as well as distribution costs We estimate that the annual retail cost of RE- 
TROVIR therapy for a patient could be in the range of $7,000 to $10,000. We are 
informed that the price Wellcome companies will charge for RETROVIR will be con- 
sistent throughout the world. r 

In arriving at the price for RETROVIR, we looked at the usual factors that influ- 
ence pricing decisions. These include the costs of developing, producing and market- 
ing the drug, the high costs of research, and the need to generate revenues to cover 
these continuing costs. Other factors considered include the uncertain market for 
the drug, the possible advent of new therapies, and profit margins customarily gen- 
erated by significant new medicines. We also examined factors that might be consid- 
ered to be unique with respect to RETROVIR. These included the very high cost of 
producing this drug ar-^ the very real needs of the patients for whom this drug was 
developed. 

We considered all of these factors and attempted *x) arrive at a price that we con- 
sidered reasonable. However, the cost to the patient will be relatively high for all 
the reasons I have described. 

This situation is particularly difficult when one realizes that the clinical improve- 
ments achieved through RETROVIR therapy may make disabled patients produc- 
tive citizens but at the same time disqualify them fromeligibility in health care 
safety net programs. Also, a very substantial portion of the money they earn when 
reentering the workforce may have to be spent on the medicine that has enabled 
them to return to work. 

As part of our regular procedures. Burroughs Wellcome Co. maintains a limited 
indigent care program for some of its life-saving therapies. These patient requests 
are considered on a case-by-case basis. We hope to continue this with RETROVIR, 
but the magnitude of the potential need and the impact of the illness are so enor- 
mous that we know it is beyond our scope. 

In our view, it is a national public health problem well beyond the resources of 
one company, and must be dealt with by governments, employers and the health 
insurance industry 

COST-EFFECTIVENESS 

An important aspect of RETROVIR therapy is that it appears to substantially 
lower the present costs of treating AIDS patients are limited, analysis of the avail- 
able data foi RETROVIR indicates that RETROVIR therapy is extremely coet-effe- 
citve. One study done in San Francisco estimates that the cost of treating AIDS pa- 
tients for one year is approximately $43,500. Other estimates place the cost at a sub- 
stantially higher figiire, some as high as $150,000 per patient. Analysis of the data 
presently available, using the lower San Francisco oase line, indicates that treating 
AIDS patients with RETROVIR could reduce direct medical costs during the first 
year by about 25 percent. It is anticipated that the cost of treating .' patients 
could be reduced by about 60 percent in the first year, primarily be- fewer 
opportunistic infections and fewer hospitalizations. Projecting these s^^ings to a 
population of 20,000 AIDS and ARC patients treated with RETROVIR indicates a 
combined first year savings of $386 million. 

There are also large indirect costs associated with HIV-related conditions, includ- 
ing AIDS. Some of these indirect costs are the loss of wages for sick persons, the loss 
of future earnings for persons who are permanently incapacitated or die because of 
illness, and the cost of infection control in the course of other health services, such 
as dental care. The Centers for Disease Control estimate that the first 10,000 pa- 
tients with AIDS lost approximately 8,387 years of work and $189 million in poten- 
tial earnings due to disability. The economic loss from future earnings lost following 
premature death are calculated to be $4.6 billion. (Ann M. Hardy, DPH, et al.. Jour- 
nal of the American Medial Association, January 10, 1986.) 

In addition, it is possible that RETROVIR therapy may affect the progression of 

Katients from less serious to more serious forms of the disease, further reducing 
ealth care costs. More important than the cost savings is the evidence that RE- 
TROVIR can prolong life in certain patients as well as improve the quality of that 
life. Data from our multi-center trial indicates that 68 percent of the AIDS patients 
treated with RETROVIR were able to continue or resume productive lives. In addi- 
tion, a recent study by scientists at the National Cancer Institute published in The 
Lancet suggests that RETROVIR may reverse some of the dementia and other neu- 
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rological disorders in some patients with HIV infections We have similar data from 
our own multi-center study. While a great deal more research needs to be done in 
this area, the ojservation that RETROVIR may modify the neurological impact of 
this disease has significant impliciitions for patients and their future outlook. 

As a research-intensive phi: maceutical company, Burroughs Wellcome Co has fo- 
t cused its efforts on what we do best — discovering and bringing new drugs to market. 

As we determined the price of the d.ug, however, we alerted those responsible for 
public and private policy and Tcancing to the difficulties that some patients might 
face in purchasing the drug. 
^ We are concentrating on the sr. »ntific and technical challenges of discovering and 

bringing to market the first effti.-jve therapy for AIDS. But we hope we have not 
lost sight of the patients and their famili es. Their need has been an ever-present 
reality to us, and their improvemr nf on RETROVIR therapy has provided us with 
the encouragement to continue our efforts. 

Our concern for patients has led us to make a number of other comm?tmt nts as 
well. Our interest in providing and acqui'-ing information will not nd wnen the 
drug is commercially available. We will continue ^ support and participate in edu- 
cational efforts in the United States and around the world to advance the state of 
knowledge about AIDS therapy. We will broaden our discussions to include state 
goyprnments by assisting in the development aiid and disseminetion of a policy 
guide for states on AIDS issues We will have a significant educational effort de- 
signed for ph>r8icians and other health care providers to help assure they arc well- 
informed ajout RETROVIR therapy and iU role in the management of human im- 
munodeficiency virus diseases. Our medical department will be doing follow-up stud- 
ies on patients who are already receiving RETROVIR an'? initiating studies in many 
other important patient sub-groups. 

Burroughs Wellcome has succeeded in rapidly developing the first drug to prov de 
hope to patients who formerly were faced with almost certain death. We have con- 
ducted, and will conduct, clinical trials that add significantly to medical understand- 
ing of AIDS and ARC as disease conditions. For now, drug therapy offers the only 
hope for patients with this disease. While eflucation and, ultimately, vaccines may 
help to slow the acquisition of tho virus, drug therapy is the modality that will have 
the most positive impact on tiie substantial population already infected. 

Mr Chairman, this concludes my remarks. I will be happy to answer any ques- 
tions you may have and hope I can be of assistance to you and others as you deal 
with this important topic. 

Mr. Waxman. Thank you very much, Mr. Haigler. Before we 
begin questions, let me say that I think that Burroughs Wellcome 
has done an outstanding job in getting this drug developed. I recog- 
nize that you've taken risks, that -Respite all your expenses this 
drug could become outdated quickly, Fhe country has entrusted the 
essential function of making pharmaceuticals to the private sector 
companies and you have made it work. You're to be commended 
for it. 

Mr. Haigler. Thank you, Mr. Chairman. 

Mr. Waxman. You should have a 'air return on your investment 
and fair compensation for the risks that you are taking with this 
product, and I understand the phf^rmaceutical manufacturers are 
not charitable businesses. But I also believe that pharmaceutical 
companies share with the public sector the responsibility of not 
just getting the drug on the market, but also getting it to patients. 
In this life and death situation, the responsibility is especially high. 

I want to congratulate you on your development work and I look 
forward to working with you in getting AZT to people who need it. 
And let me proceed with my questioning in that spirit. 
Mr. Haigler. Thank you, Mr. Chairman. 

Mr. Waxman. The first issue I want to just discuss with you is 
the price for the drug. It's quite a high price. I gather the estimate 
is maybe $8,000 to $10,000 per patient per year. Now we're going to 
have to decide if a patient can pay for a drug with a cost tag on it 
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of that magnitude. If the patient can't, will insurance pay for it? If 
insurance is not available, will government pay for it? And if no 
one can afford it, what will happen? These are questions that pol- 
icymakers must grapple with. 

But I want to discuss with you how you ve come to the price that 
you now put on the drug. You want to recoup your investment. I 
want to ask you some questions about the investment that you ve 
made in developing this drug. 

As I look at the timetable. Burroughs Wellcome has done about a 
year of screening for drugs and 7 months of clinical trials involving 
only a few hundred people, as opposed to the thousands that are 
usually required. You've also received orphan drug status for AZT 
which should contribute as much as a 72 percent tax subsidy of 
your clinical costs. And in addition to that, you get a 25 percent 
tax credit for increased research and development. 

After taxes, how much do you estimate that it cost to get AZT to 
the point of manufacture? 

Mr. Haigler. You have asked a lot of questions there, Mr. Chair- 
man, and I think first, if I might, in arriving at our price for RE- 
TROVIR, we looked at all of the usual factors that go into— that 
influence drug-pricing decisions. These certainly include, as you 
said, the cost of research— perhaps I can ask Dr. Barry in a minute 
to address that, the particular question about the short time— the 
cost of development of the drug, the cost of production of the drug, 
which includes certainly material costs, which in those cases are a 
faJ*-'/ high cost, labor, overhead, yields that come about out of the 
piocess itself, waste management, capital expenditure cost, cost of 
distribution, medical information cost; all of these factors are usual 
factors in arriving at a drug-pricing decision. 

Certainly other factors that we considered included the risk re- 
lated to, as I think you said, the uncertainties of the market, the 
uncertainties about the full usefulness of RETROVIR, the possible 
advent of new therapy. 

We also, I think, carefully considered two factors that are specif- 
ic to RETROVIR, and that is the high cost of producing this par- 
ticular drug, and the needs of those patients for whom this drug 
was developed. 

Mr. Waxman. Let's go back to that first part, the cost of the de- 
velopment, research and development of the drug itself. You did 
have a quick timeframe for getting this drug to FDA, for which you 
are to be commended. It's essential that we get this drug out there 
as fast as possible. 

On the other hand, the shorter period of time and the fewer 
number of patients involved meant there was less cost to you. And, 
of course, with some of the costs you incur, you get tax credits. It 
was considered an orphan drug biscause the number of people af- 
fected by the disease at the time you were seeking to get this drug 
approved put it in the category of an orphan drug oenefiting a rare 
number of people or relativelv small number of people who are af- 
fected, even though potentially we have large numbers of people 
that may have a need for this drug. You got a tax credit for that, 
you got a tax credit, 25 percent tax credit for the R&D costs. 

Do you have a figure that you could give us after you take the 
tax credits as to how much it cost to do research and development 
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to get the point of manufacture of the drug? V^e'll talk about the 
manufacturing costs in a minute. 
Mr. Haigler. Mr. Chairman, I think all of those are very good 
^ questions, and in regards to the cost of research and development, 

perhaps I could ask Dr. Barry, who is certainly much more inti- 
mately familiar with that part of our process, to discuss this. 
Mr. Barry. Thank you. 
1 The cost particularly of the clinical trials, is not less than the 

cost of most — the development of most other drugs, for several rea- 
sons: 

First, patients with AIDS and AIDS-Related Complex, so-called 
ARC, are not only extraordinarily ill, but have a multitude of infec- 
tions which require a great deal of attention by the physician and 
many diagnostic procedures. 

Mr. Waxman. Why don't you start by telling me what the costs 
were, and then we can compare them to other drugs. 

Mr. Barry. I really honestly don't have that cost figure, because 
it's difficult to differentiate from our entire research and develop- 
ment program, particularly in the antiviral area. But I did want to 
emphasize that although the numbei of patients were relatively 
small conipared to the thousands of patients that are often exam- 
ined in clinical trials, the expense in the relative term was not sig- 
nificantly less from other studies; first, as I mentioned, because of 
th3 extraordinarily difficult and complex medical care that must be 
given to the patients; second, because of the costs of the drug itself; 
and third, because these patients, as part of their clinical trial, 

must be cultured on a regular basis. And the cost of culturing 

Mr. Waxman. I want to stop you there, if you don't have a 
figure, and I understand it involves a lot of other considerations 
and other costs that you can't quite differentiate with this drug. 
But what you want to do, and you are entitled to, is recoup your 
investment. And you say that the pricing structure includes reve- 
nues to cover your development costs. If just the 4,500 patients that 
art* now getting AZT continue, your income this year, when you 
are approved, would be $45 million. By the end of this year, there 
will probably be about 25,000 living AIDS patients in the United 
States. If all of them take AZT, your income next year would be 
about $250 million. 

Most epidemiologists suggest that there are 10 times the number 
of people with ARC who have AIDS, so if FDA approved AZT for 
ARC, your income next year could be almost $3 billion. When you 
have all these series of projections, at some point you are going to 
recover your development costs, and we'd like to know after you do 
so — I expect there would be some decrease in the price of the 
drug— whether that would be realistic. 

Let me put this in the context of Barron's publication which pre- 
dicted profits of $200-$300 million this year. Do you agree with 
that estimate? 
Mr. Haigler. I'm sori^; who? 

Mr. Waxman. Barron s Magazine. Barron's has an article on the 
profits Burroughs-Wellcome can expect on AZT. I haven't seen this 
article, but I'm told that Barron's predicts profits of $200 to $300 
million this year. Is that an estimate you would agree with? 
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Mr. Haigler. I don't have any basis—I don't know the basis of 
the estimate that they arrived at. So I really can't comment on 
that. But, no. 

Mr. Waxman. You don't agree with that figure? 

Mr. Haigler. No. * 

Mr. Waxman. One pharmaceutical company 

Mr. Haigler. I think, as I said earlier, if I may, Mr. Q^airman, 
there are still a lot of uncertainties about this particular drug. f 

Mr. Waxman. I understand that, but Fm trying now to figure 
out the one component of recovering your investment, the develop- 
ment of this drug, and it looks like you have the potential to recov- 
er it many, manyifold. Now that shouldn't be the only basis for set- 
ting a price, I understand that. One pharmaceutical newsletter sug- 
gested that your mark-up of AZT is 100 percent, that half the price 
is going to be profit. Do you agree with that statement? 

Mr. Haigler. I'm sorry, I can't respond to that, Mr. Chairman. I 
think, to go back to what I said earlier, the potentials of this drug 
may be there, but what will actually happen when the drug is fi- 
nally approved and it's on the market, what those sales will be, we 
have no way of really knowing. We certainly don't know what's 
going to happen in the next yea^ or two as far as new therapies are 
concerned. Whether this drug will continue to be the drug of choice 
and really used, we don't know. So I don't think we can speculate 
on what sales we will have or what profits we might see. 

Mr. Waxman. You set the price of $8000 to $10,000 for the sale of 
the drug this year to reflect your investment, the uncertainties, 
and the profit potential, and you are not sure of the full profit po- 
tential, although it could be enormous, but I assume you're looking 
at the possibility it might not be as high as some people are conjec- 
turing. 

Now what price are you going to charge overseas for this? 

Mr. Haigler. It's my understanding that the price overseas will 
relate specifically to our price here. There are exchange rate com- 
plications to get into that, but the base price will be, as I under- 
stand it from our parent company, will be the same in dollars as 
we are charging here. 

Mr. Waxman. And have other countries agreed to this price? 

Mr. Haigler. I do not know the answer to that, Mr. Chairman. 

Mr. Waxman. Let me just move on to one other area that I want 
to examine with you, and that*s the very uniisual situation we 
have with this drug, because ethically you can't give a placebo any 
more, since we have a drug that we know will prolong the life of 
the patient. To try to establish whether another drug is going to be 
effective to deal with AIDS, a control drug has to be AZT. 

In other words, before your competitors can get on the market, 
they have to be able to have access to AZT to use as the control 
drug by which they will measure their new chemical entity. 

In order for anyone to do research on new, better, and cheaper 
AIDS drugs, they really need to have AZT to compare agamst. 

I would like to know whether you will supply NIH with the AZT 
they need for research on other drugs, and will you supply it to 
your competitors? 

Mr. Haigler. I'll ask Mr. Barry to respond to that. 
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Mr. Barry. Yes, Mr. Chairman, we will I think it should be 
pointed out, though, that your statement th^t AZT has to be a com- 
parative drug for all patients with AIDS or AIDS-Related Complex 
^ may not necessarily be true. I think it would be true in studying 

those forms of the illness where the patients are extremely ill, and 
have a very poor prognosis. I think for milder forn.s of disease 
where we, as well as others, are still in the process of establishing 
t the effectiveness of tne drug, one would not necessarily compare 

with our drug. 

Now in terms of working with the National Institutes of Allergy 
and Infectious Diseases, and the AIDS Treatment and Evaluation 
Units, we already have made a signiHcant amoum of drug avail- 
able to them for studies and, in fact, four of the studies that are 
going on through those units are studies of AZT. 

We have already said that in working with comparative drugs, 
that we would be working hand in hand with them, and we would 
be helping develop the protocols and review the various compara- 
tive therapies that would be done. 

Mr. Waxman. I understand the drug that has been made avail- 
able to NIH has been for the question of determining what the 
dosage of the AZT should be. Have you provided AZT to NIH re- 
searchers so that they can use that as a basis to compare competi- 
tor drugs? 

Mr. Barry. We have supplied it both to look at dosages, we have 
supplied it for pediatric study, to determine the effectiveness of the 
drug in pediatrics, and we are in the process of initiating a study in 
neurologic disease through the NIAID. 

In terms of comparison with competitor drugs, to my knowledge, 
there is no competitor drug available now that has shown the effec- 
tiveness of AZT in prior studies. I'm not clear what you're refer- 
ring to there. A comparative study between AZT and something 
else? 

Mr. Waxman. Some other pharmaceutical. 
Mr. Barry. In terms of a straight comparison like that, we have 
not 

Mr. Waxman. Well, has NIH requested 

Mr. Barry. Drug for comparative study against something else? 
Not to my knowledge. I think the question has come up as to 
whether AZT could be used 'n conjunction with some other com- 
petitor's drugs, and we have— we are in the process of making that 
drug available for combination studies with AZT alone, versus AZT 
in combination with other compounds, including acyclovir, includ- 
ing interferon, including a number of other potential therapies, 
and those discussions are ongoing. And what we have indicated is 
that if we see the data on other drugs that could be used in con- 
junction with AZT and the data appear to be valid and there is 
good reason to do the studies, we would go ahead and do them. But 
right now, with a limited supply, we cannot give a free and open 
supply to anyone who wishes to study our drug in conjunction with 
theirs. We have to make sure that the drug is being used properly. 

Mr. Waxman. So you are in the anomalous situation, with r 
scarcity of this drug, that you're deciding the allocation of it. And, 
for research purposes, youVe in the position to decide to approve 
an application for another a^ug where someone wishes to use AZT 
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for comparison purposes, which would be the only basis they could 
go through their drug approval process. It would have to be ap- 
proved by you, but you have not been requested by either NIH or 
any other drug conipany to make AZT available for that purpose. 
Is that your testimony? 

Mr. Barry. No, we have been requested by a number of groups, 
literally almost in the hundreds, to use our drug in combination to 
use our drug in connection with their particular therapy. What we 
have said is that we would make it available provided that the data 
that they have were valid in terms of giving a reason to use them 
together And we have been in very active discussions about this as 
recently as 1 week ago 

Mr. Waxman. None has been agreed to yet? 

Mr. Barry. We agreed to one as recently as 1 week ago, in terms 
of a study with AZT and interferon. Now, in terms of that— I might 
add also, that's not the only way 

Mr. Waxman. Fm going to have to ask you to respond to my 
question. You approved one last week. In terms of approving an- 
other experiment like this, is it in NIH's purview to make the de- 
termination, or is it in your purview to make the determination 
whether an experiment would be reasonable or not under the crite- 
ria you have discussed as the basis for allowing the drug to be 
used? 

Mr. Barry. It would be under both of our purview. We will con- 
tinue to work, as we have in the past, to ensure that the clinical 
studies are being performed properly and in agreement, much as 
we have worked with NIAID for many years. 

I will point out, however, that this is being done at a time when 
we have an extremely limited drug supply. It is not the only way 
the drug would be obtainable aft^r approval. And certainly there 
would be very easy mechanisms, if someone wanted to compare our 
drug in conjunction with theirs, or in contrast with theirs. 

Mr. Waxman. Well, even if the drug were approved 

Mr. Barry. After approval. 

Mr. Waxman. Even if the drug were approved next week, there 
still wouldn't be a sufficient supply, so the supply would be con- 
trolled by pome allocation system that you would determine? 

Mr. Barry. That is correct. There is a relatively limited supply, 
but as Mr. Haigler pointed out, that supply is increasing, and the 
precise supply is in an evolving situation, but I expect that it will 
loosen up a great deal. And as Mr. Haigler also mentioned, by the 
end of the year, we should have sufficient drug for over 30,000 pa- 
tients in the United States alone. 

Mr. Waxman. And the first priority is for those who otherwise 
would die? 

Mr. Barry. The first priority is for those patients who have been 
shown to benefit by the drug. I will point out, however, that we 
have set aside a very significant amount of drug for clinical trials. 

Mr. Waxman. Thank you. 

Mr. Madigan. 

Mr. Madigan. If I can ask you, Mr. Haigler, Fd like to try to go 
back for just a moment and put the AIDS problem in a bit of an 
international perspective. 
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I have recently been told that 9 percent of ihe total population 
on the African Continent now tests positive to AIDS antibodies. Is 
that consistent with information thai you have? 

Mr. Barry. I think that's an estimate based on sampling of popu- 
lations that may or may not be representative. But there is certain- 
ly a very large number of patients in Africa who are antibody-posi- 
tive, but I don't believe anyone knows what that percentage is. 

Mr. Madigan. And that the rate of this progressing through the 
heterosexual population on the African Continent is now roughly 
equal to the rate of progression in the homosexual population in 
the United States; is that correct? 

Mi. Barry. From the best, and at times very rough, estimates 
that we have, that is correct. 

Mr. Madigan. When this first became a matter of public concern 
in the United States in the 1981-1982 timeframe, we would read 
that approximately 10 percent of the people who tested positive to 
the presence of the antibodies would subsequently acquire the dis- 
ease. I am now ^old that that conversion rate is more in the range 
of 90 percent. Is that also a correct estimate? 

Mr. Barry. It's certainly above 10 percent. I would really defer 
to the epidemiologists, particularly from the Centers for Disease 
Contr( 1, that have been looking at this to see how much above 10 
percent that is, and over what period of time. 

Mr. Madigan. But with the passage of time, what we are finding 
is that the people who test positive to the presence of the anti- 
bodies with the passage of time, and because of the incubation 
period, a greater percentage than was originally projected are actu- 
ally acquiring frank AIDS; is that not fair? 
Mr. Barry. That appears to be the case. 

Mr. Madigan. On page 4 of Mr. Haigler's testimony, it says, 
"Some of the patients showed some objective and subjective evi- 
dence of improvement, including an increased sense of well-being, 
weight gain, and improvement in various measures of their 
immune system." 

I have heard of a particular case in Chicago where one of the pa- 
tients has actually been able to go out and go back to work. Has 
that happened in more than one instance? 
Mr. Barry. Yes, that's happened with a number of others. 
Mr. Madigan. Is there any evidence yet as to whether or not 
AZT affects the ability of a person to transmit or communicate the 
AIDS disease? 

Mr. Barry. No, there are no data to support that. What we have 
^ found in clinical studies is that evidence of viral multiplication 

within the body diminishes greatly when the patient is on the 
drug, as manifested by what's called the P-24 core antigen circulat- 
ing the body. However, the amount of virus in the body, which is 
often in a so-called latent or non-replicating state is not decreased, 
because the drug is effective only against multiplying viruses. So if 
one removes blood cells from patients who are on therapy, one can 
still recover virus from them. 

Mr. Madigan. With regard to our own blood supply in the 
United States, I'm told that in going back now and testing this 
blood supply, some contamination is found in blood going all the 
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way back to blood donated in 1977. Does that concur with what you 
understand to be the case? 

Mr. Barry. Again, I'm not an expert in this area, but my under- 
standing that the beginning of detection of virus in the American 
population in a very small number of patients did date from 
around that period. 

Mr. Madigan. So it's possible for people to be AIDS patients 
today who are not homosexual, not intravenous drug users, but are 
merely people who at some point in time in the last 10 years were 
transfused; is that correct? 

Mr. Barry. That is correct. 

Mr. Madigan. There is an ethical question, it seems to me, in de- 
termining priorities for the distribution of this drug. Since one 
group of potential recipients has a greater potential for the trans- 
mission of the disease than other groups, has there been any dis- 
cussion of that ethical question within your company or between 
your company and health officials in the United States? 

Mr. Barry. I'm sorry, I'm not sure what you mean by some pa- 
tients having a higher potential for transmitting the virus. 

Mr. Madigan. If a homosexual patient gains weight, has an in- 
creased sense of well-being, improvement in various measures of 
the immune s^'Stem, and as you have testified, is able to go out and 
go back to work, doesn't that person have a greater capacity for 
transmitting the disease than someone who has the disease as a 
result of having received a blood transfusion? 

Mr. Barry. Not to my knowledge, because the amount of virus 
that patients have varies tremendously. It does not appear to be 
necessarily related to how they acquired it — certainly not be blood 
transfusion. There is some evidence thf.t patients who are hemo- 
philiacs may have less virus than other patient populations. But 
there is no question that many asymptomatic patients have a very 
large amount of virus. 

I m not quite sure of your question. 

Mr. Madigan. If one person has acquired the disease as a result 
of a blood transfusion and another as a consequence of sexual 
habits, is one more likely to refrain from sexual activity than the 
other? 

Mr. Barry. I'm really not an expert in that area, and I just don't 
know. 

Mr. Madigan. I'm not queolio ^'ng whether or not you're an 
expert. I'm questioning whether o lot there has been any discus- 
sion of this within your company or between your company and 
U.S. health officials. 

Mr. Barry. The only discussion we've had has been with academ- 
ic experts looking at the ability to culture virus from hemophiliacs 
versus non-hemophiliacs. But in terms of the question you've 
asked, it hasn't even been in that context, no. 

Mr. Madigan. Two finpl questions. Is the present cost of this 
therapy comparable to the present cost for other types of therapies, 
such as the use of immunosuppressive drugs for organ transplants? 
Cyclosporin, for example. 

Mr. Barry. It's roughly comparable, but I don't have a precise 
number. 
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Mr Madigan. And finally, can you tell me how many other com- 
panies here and internationally are engaged presently in research 
and development activities on a drug similar to AZT? Do you have 
any information on that? 

Mr. Barry. I don't have the precise number. I believe the Phar- 
maceutical Manufacturers Association is gathering data along 
those lines. Certainly, there are a very large number of companies 
who are working both on the chemotherapy of acquired immunode- 
ficiency syndrome, as well as the diagnosis and prevention of that 
disease. It would be in the 20 to 50 to higher range, depending on 
how broad one wants to be in defining what research is in that 
area. 

Mr. Madigan. And that would not include organizations like the 
Pfisteur Institute in Paris, for example? These would only be pro- 
prietaiy companies that you're giving us a count on? 

Mr. Barry. Obviously the Pasteur Institute is working on it, but 
a very substantial of private pharmaceutical companies are also 
working in this area. 

Mr. Madigan. I have no other questions. 

Mr. Waxman. Thank you, Mr. Madigan. Mr. Wyden, it's your 
time, but I'd like to ask you if you'd yield to ask one question. 

Mr. Wyden. I'd be happy to yield to the chairman. 

Mr. Waxman. The ability to transmit the disease is not related 
to the source of infection. A likelihood to transmit or resume 
sexual activi;;y obviously depends on the individual, the counseling 
that individual might have had, and the education about transmis- 
sion. Isn't that a correct statement? 

Mr. Barry Yes. 

Mr. Wyden. Thank you, Mr. Chairman. If I might start back on 
the point the chairman made with respect to pricing. I think your 
comments established tliat there was a lot of uncertainty about 
how much it would cost the company to develop the drug and how 
much you might make on it. The profit picture in your mind was 
uncertain. 

My question to you then Is, did the company set the price ran- 
domly? How did the company set the price? 

Mr. Haigler. Mr. Wyden, if I may, in arriving at the price, as I 
said, we looked at all of those factors of cost we knew at the time, 
what is was developing into in term of the research and develop- 
ment and production cost, what it seemed it was going to cost us to 
distribute the drug, taking into account the substantial financial 
investment that we had made. 

And the price was not randomly set. It was set very carefully 
taking into account all of those factors. The fact that we need to 
generate revenues to support continuing research on this and other 
drugs. And at the same time taking into account the needs of the 
patients. 

Mr. Wyden. Did Burroughs think about 

Mr. Haigler. We just didn't pick a nun^ber out of the air. 
Mr. Wyden. Did Burroughs think of the number of Americans 
who are capable of paying for the drugs, when it set the price. I 
haven't heard you mention that? In setting the cost of AZT did the 
company think about all the people who can't pay. Did they factor 
that into the pricing structure? 
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Mr. Haigler. Certainly the cost of the drug was— the price of the 
drug itself, as I said, was determined considering a lot of factors. I 
think it's important to remember that drug therapy is just one ele- 
ment in the cost of treating AIDS. And as we said and stated, RE- 
TROVIR therapy does appear to substantially lov er the present 
cost of treating AIDS patients. 

So we think that the drug will be cost effective, although that 
data is limited at the presenc time. 

Mr, Wyden, If you considered the predicament of all the people 
who can't pay, could you give us an estimate of the number of 
people who can afford your drug? 

Mr, Haigler. I have no data on that at all, Mr. Wyden. 

Mr. Wyden. Fhen you must not have ronsidered all those other 
people. You had to have made some rough calculations, otherwise 
you d be pricing yourself out of the market all together. 

Mr. Haigler. We didn't make any calculations as to how many 
patients could or couldn't afford the drug. The matter of payment 
for drug therapy is, we believe, not just a concern for us alone; a 
concern for health authorities, too. 

Mr. Wyden. We certainly agree with that. But I think the proc- 
ess you've described is pretty close to a process of setting the price 
at random. I've asked you whether you considered all these people 
who couldn't pay, and the limitations of the government programs. 
I then asked specifically if you could give us an estimate of how 
many people wouM be able to afford the drug, and you said, no. 

Mr. Haigler. 1 don't think— I know that we don't have the 
answer to that question, sir. And I don't know that anyone has the 
answer to that question, how many people will not be able to afford 
the drug. 

Mr. WYDEN. Did you assume that AIDS patients are going to 
come up with the money? Or did you assume that the government 
was going to come up with the money? 

Mr. Haigler. I guess we assumed that the drug, if it was an ef- 
fective drug, that the drug would be paid for in some manner by 
the patient himself out of his own pocket, or by third-party payers, 
whether insurance companies or by employers with insurance pro- 

frams, or by the public health authorities if in fact the patient 
imself could not pay for it. We really didn't get into a lot of calcu- 
lations along those lines. 

Mr. Wyden. How much if the bill did you think the Governmer*t 
might pay? It just seems to me, you are all basically doing this in 
the dark. I asked you a question with regard to some of the gut 
issues; how many people you think will be able to afford it? What 
are we going to do about the people who can't? It just seemp to be 
very murky ground, and 1 don't get any indication that the compa- 
ny has made any calculations at all. 

Mr. Haigler. We certainly made calculations, as I said, about 
what costs we've had in it, our need to recover those costs, and 
tried to take into account the fact that it is an expensive drug. In 
terms of trying to determine exactly how many patients could 
afford to pay for this drug out of their own pockets, we really 
didn't get into that at all. 

Mr. Wyden. I know overseas things are very different. Some 
have national systems and can tell a company, such as Burroughs 
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Wellcome, exactly what they are going to pay. I gather that the 
United States price doesn't take that into account. 

Mr. Haigler. I can't speak to wh&t. will happen overseas, Mr. 
Wvden. 

Mr. Wyden. I didn't ask about overseas. We know what is hap- 
pening overseas. The United States pricing structure doesn't take 
what IS gong on overseas into account, does it? 

Mr. Haigler. I really don't understand your question. 

Mr. Wyden. Let me say it again. Overseas with the nationalized 
systems, the government tells the company exactly what they are 
going to pay. So you have a process for making these calculations. 
The American pricing structure doesn't take that into account, 
does it? 

Mr. Haigler. The American pricing structure is a free pricing 
structure, yes. 

Mr. Waxman. Will the gentleman yield? 

Mr. Wyden. Be happv to yield to the chairma i. 

Mr. Waxman. The American pricing structi re is based on mo- 
nopoly that we give to a manufacturer of a dru^ : as an inducement 
to make the investments for research and deveiipment to produce 
new drugs. But we, nevertheless, give a patent v hich is a monopo- 
ly, and therefore, when you decioe what would oe an appropriate 
price you're basing your decision with the knowledge that you have 
monopoly control over that drug. 

Mr. Wyden. I just have one other question and we'll move off 
this pricinf issue. If AZT could prevent infection from turning into 
full-blown AIDS, obviously a large amount of treatment costs could 
be saved. Does Burroughs Wellcome have any trials underway on 
early intervention with AZT? 

Mr. Haigler. That is a question I think Mr. Barry can answer. 

Mr. Barry. We obviously have some trials continuing to go on 
with AIDS-related complex, ARC, and we will be initiating a study 
in asymptoinatically infected patients in the relatively near future, 
within a few months. 

Mr. Wyden. Thank you, Mr. Chairman. 

Mr. Waxman. Thank you, Mr. Wyden. Mr. Dannemeyer. 

Mr. Dannemeyer. Thank you, Mr. Chairman. Who's responsible 
for the name AZT? Is that your company? 

Mr. Barry. That's correct. Its name right now is, its trade name 
is RETROVIR, and its U.S. approved name is Idovudin. 

Mr. Dannemeyer. Have you applied for a patent? 

Mr. Barry. Yeo, we have. 

Mr. Dannemeyer. When? 

Mr. Barry. I can't say exactly. I think it was about a year and-a- 
half ago. 

Mr. Dannemeyer. And your company has the capacity to 
produce drugs that will treat about 30,000 people a year, rignt? 

Mr. Barry. At present. But as Mr. Haigler emphasized, that cir- 
cumstance is rapidly evolving and may be improving above that. 
We just can't say right now. 

Mr. Dannemeyer. What claims do you make for this drug? Will 
it cure a person with AIDS to make them healthy? 

Mr. Barry. No, it will not cure a patient with AIDS, if by cure 
we mean elimination of all vestiges of the virus from their body 
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forever. What it does do is it decreases their mortaUty rate. That 
is, decreases the chance they have oi dying, at least over the now 
nine or more 

Mr. Dannemeyer. Wait a minute. It won't cure it. They're going 
to dio, aren't they? 

Mr. Barry. Some will. Whether all of them will die or not is dif- 
ficult to say because the clinical studies have been goi* g on— the 
first patient received the drug in July of 1985. The clinical studies 
have only been going for 18 months. 

Mr. Dannemeyer. You're not claimii^j it will cure AIDS. 

Mr. Barry. That's correct. 

Mr. Dannemeyer. What you're saying is it will prolong 

Mr. Barry. It improves the quality of life of patients with AIDS 
and certain patients with AIDS-related complex, those who mani- 
festations of severe immunr dysfunction. And it decreases their 
chance of dying, at least over the observation period, which has 
now been extended from 6 to greater than 9 monthp. And we have 
some patients who have been on the drug for over 18 months and 
are doing well. Now whether they will continue to do well, or 
whether all patients can tolerate the drug that well and have an 
improvement in their quality of life for what period of time, we 
don't know. And we have to continue to observe these p'^tients. 

Mr. Dannemeyer. How long have we been administering this 
drug to patients in this country? 

Mr. Barry. Since the beginning of July of 1985. 

Mr. Dannemeyer. How many patients have received it? 

Mr. Barry. Over 5,000 patients have received the drug, but not 
beginning in July. Many of those patients are patients who have 
been on the treatment IND which began— investigation of new 
drug exemption— which began in October of 1986. But we have 
over 200 patients who have gone well over 9 months now on the 
drug. And we have a smaller number who have gone over a year. 

Mr. Dannemeyer. How often is the drug taken? 

Mr. Barry. The drug is taken every 4 hours. 

lAr. Dannemeyer. Through what form? Is it orally? 

Mr. Barry. It's in crpsules. Two capsules every 4 hours around 
the clock. 

Mr. Dannemeyer. And the cost per patient per year is $8,000 to 
$10,000? 
Mr. Barry. That's correct. 

Mr. Dannemeyer. I was interested when you were asked about 
how you projected your costs in the Tree enterprise that exists in 
this country, you definitely dodged any revelation of the internal 
machinations of the pricing projection, which I think frankly, yea 
have the right to do. I think that's proprietary information and you 
can charge in our system just what the market will bear. 

We may in our society be at a very profound public policy posi- 
tion given the epidemic we are facing, that from a public policy 
standpoint we m^^y have to look at the way you are costing this 
drug which will be available to the public. Because ii your patent is 
granted, you've got a patent on the drug that will alleviate human 
suffering, which the taxpayers of this countrj^ for humanitarian 
reasons have said publicly will be available to any person on the 
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perceived need of the provider independent of the ability of the re- 
cipient to pay as a public policy. We all know we've said that. 
So we're talking about $10,000 per patient per year. And the Sur- 
^ geon General has said ws'll have 270,000 people with AIDS in the 

next 5 years. And I think that's low. That's 54,000 a year times 
$10,000 would be a half a billion dollars just in drug costs to take 
care of these people. Not to cure them, but to hopefully make a 
better life for them. 

And the nature of our system, the competitors out there are at 
liberty to develop a competitive drug which will render your drug, 
frankly, less desirable in the marketplace. We all know that. Hope- 
fully, they'll come up with one that will bring a little discipline to 
your price. That's our system. 

And maybe some scientist can develop a drug that, as I say, will 
treat this disease more effectively at a price that is more attractive 
to those in this country who obviouslj are going to have to pay for 
it, namely the taxpayer. 

How long had you been working on this drug before it began its 
clinical trials in July of 1985? 
Mr. Barry. Approximately just under 1 year, about 9 months. 
Mr. Danner'Eyer. What do you know about wha* your competi- 
tors are doing; Any knowledge about that. Do the trade journals 
talk about it? 

Mr. Barry. Well, there are certain compounds that are in Phase 
I or Phase II studies, and we are aware that they are in studies. 
We, ourselves, are continuing to look for new and better and less 
toxic therapies for AIDS, as are a number of other companies. 

Mr. Dannemeyer. To your knowledge, have there been any other 
applications for patents from producers of drugs that are designed 
to treat persons with AIDS? 
Mr. Barry. Oh, yes, a very substantial number. 
Mr. Dannemeyer. How many? 

Mr. Barry. I don't know the number, but a very substantial 
number. 

Mr. Dannemeyer. How many are currently being clinically pre- 
scribed by medical personnel for relieving symptoms of ARC or 
AIDS today that you have knowledge of, besides AZT? 

Mr. Barry. Well, there are none that have been shown effective 
in that area. There are clinical trials of at least three or four dif- 
ferent chemical entities and probably a variety of immune thera- 
pies, four or five of those. But none are being prescribed in the 
usual therapeutic sense ^or the treatment of these diseases. 

A large number of drugs are being used to treat the complica- 
tions of AIDS, such as Pneumocystis carinii pneumonia, CMB reti- 
nitis, a mde variety of other infections that these patients have. 

Mr. Dannemeyer. Has your company considered the possibility 
of licensing the production of this drug by other companies, so that 
the total produced will come closer to fitting the need of society 
than the capacity of your company to produce? 

Mr. Haigler. If I may, Mr. Dannemeyer, I might speak to that 
point. 

We have not considered licensing. We don't think that in the 
case of RETROVIR that compulsory licensing would accomplish 
anything. 
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As regards the supply situation- 
Mr. Dannemeyer. Wait just a minute, sir. I don't understand 
that. 

I'm not familiar, of course, with the production of a drug, but 
other drug companies, I suspect, are, and if your capacity only per- 
mits you to produce enough to service 30,000 patients a year, and 
we're going to have more patients than that in the United States 
and probably worldwide, doesn't it appear prudent, from a public 
policy standpoint, to be thinking about making other productive ca- 
pacities of drug companies in America able to produce this drug as 
well. 

Mr. Haigler. The supply situation, as we said, is improving rap- 
idly. We expect it to substantially resolve itself in the near future. 

As far as the ability of anyone else to get to a very high level of 
production capacity for this particular drug before we have re- 
solved the situation ourselves, I don't know that, but I would doubt 
it. I just don't think that compulsory licensing in this particular 
case would improve the supply situation. 

Mr. Dannemeyer. Whats the problem in terms of producing 
more? Is it a lack of supply or a lack of capacity to assimilate 

Mr. Haigler. It's a matter of having had to, in the matter of just 
a couple years time, go from a point of practically no material at 
all being produced anywhere, except in grams for laboratory pur- 
poses, to where we are today, producing tons and tons of the mate- 
rial and having to gear up our production facilities and production 
capacity to be ablo to produce these tons of material in those quan- 
tities. Usually that takes a pretty good while. 

Mr. Wyden. Would the gentleman yield? 

Mr. Dannemeyer. I sense from what you're sa3dng— go ahead. 

Mr. Wyden. Well, the gentleman has touched on an important 
area. I'm just very curious as to what will happen when the next 
drug comes along. What will the policy be for handling that? 

Mr. Haigler. You mean a dri^ from us? Or a drug from some- 
one else? 

Mr. Wyden. You, or someone else. 

Mr. Haigler. Whose policy? 

Mr. Wyden. Well, I think it's really the Government's policy. 
This is such a vague area that you just wonder how the next one is 
going to be handled. 

Mr. Haigler. Well, I can't speak to the next one. I can just sav 
that we do believe that the supply situation is evolving very rapid- 
ly, and very shortly we're going to be— we'll have that resolved. 

Mr. Wyden. I thank the gentleman. 

Mr. Waxman. Thank you, Mr. Dannemeyer. The gentleman's 
time has expired. 
Mr. Sikorski. 

Mr. Sikorski. Just a couple of questionc. Earlier vou said that 
the pricing mechanism was a reflection of a host of things— return 
on investment, production cost, R&D. 

Then as I understand it, analysis of R&D was fuzzy. You couldn't 
identify the R&D cost. And then Mr. Wyden was told that you used 



How can you use them if you don't know them, if they can't be 
rationally segregated out? 



R&D costs as the basis for 
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Mr. Barry. Well, I wanted to emphasize that the research costs 
are great, but the precise costs would be considered proprietary in- 
formation. But I was making the point that the cost of clinical 
^ trials, which I believe that the chairman was referring to, was not 

significantly less than the clinical trials for most any other drug, 
because of the extreme expense in studying these r>atients. 

We accelerated clinical trials, and we had a limited number, but 
% it didn't lower our costs significantly. It merely compressed them 

into a shorter timeframe. 

Mr. SiKORSKi. Let me understand this. You know the R&D costs. 
They're defined. They're just not available to us in this kind of 
forum because of your proprietary concerns. 

Mr. Barry. That's correct. 

Mr. SiKORSKi, What would you say to the C3niics who would say 
that your pricing is a reflection of an exclusive market, an analysis 
of the short-term nature of that market, and "get while the getting 
is good?" 

Mr. Barry. I think I'd say they were wrong. The costs that we 
have are a reflection of all the multitude of factors that Mr. 
Haigler listed, not only the cost of research and development, the 
cost of raw material, the expense of scaling up, capital investment, 
and in particular the uncertainty of the future — that is, how long 
will this drug be considered to be the drug of choice or even prefer- 
able for any of the patients infected? 

Mr. SiKORSKi. Have you focused— this drug is not without some 
severe, serious side effects; is that correct? 

Mr. Barry. That is correct. A number of the patients who receive 
the drug, particularly those who have very poor bone marrow func- 
j tions before they receive it, have a depression in that marrow func- 
tion, which is manifest^ by a significant anemia and at times 
what's called a t;ranulocytopenia— that is, a lowered number of 
white cells. 

Mr. SiKORSKi. There are some toxic effects other than bone 
marrow suppression, ar^ n't there? 

Mr. Barry. Those art *he primary toxic effects. There have been 
some reports of patients who have had headache and nausea and so 
on. Taose tend to be much milder and much more difficult to dif- 
ferentiate from the baseline symptoms that many of these patients 
have. 

Mr. SiKORSKi. Thank you. 
Mr, Waxman. Thank you, Mr. Sikorski. 

To put this thing in perspective, I do want to go back to where I 
started, and that's that you have done an outstanding job in pro- 
ducing this drug. It has been desperately needed. You've taken the 
risk. You've made the investments, and now you have a drug that 
means life or death for a certain period of time for many, many 
AIDS patients. 

But in setting your price for that drug, you have the ability to 
set it under a framework where you recognize you have a monopo- 
ly over that drug. So you could figure to recoup your research and 
development investment and all y^ur other investments, and to get 
a profit on top of that— you're entitled to it. 

The question is: What is an adequate profit when you've got a 
drug that, if yea set it at a price that's going to be too high, some 
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people are going to have to, by the nature of economics, go without 
this lifesaving drug? 

And I gather from the answer to questions from Mr. Wyden, 
while you had many considerations that you took note of in setting 
your price, one was not the ability of the patient to pay. Your ex- 
pectation was that those people who wanted to buy this drug will 
come up with the money, and if government couldn't abide by the 
idea of people going without the drug because it meant death to 
those people who couldn't afford it, that the Government would 
step in. 

Well, that offers a real dilemma to us. In the hospital sector, we 
have DRGs where we have said to the hospital, "This is what we 
think is reasonable for you to get paid," and we established the 
amouiit. 

in other areas where we have monopoly control over a service or 
a product, ' rnment has stepped in as well and established what 
would be a _ enable return on the investment. 

We can't second-guess your evaluation of a reasonable return on 
your investment, since you're not telling us what your investment 
was. But then even if you did tell us what your investment might 
be, you have the other factors which you appropriately raise: What 
is the future marketability of this drug, other competitors, et 
cetera. 

I don't want to be critical of you, because you're operating within 
the system that you didn't create, and you're benefitting from it, 
and you've done well for society in producing this drug. But it 
highlights the dilemma for us. 

Mr. Dannemeyer said that the drug would be paid for. I guess 
with our next series of witnesses, we're going to try to determine 
whether that's the case, whether the drug will be paid for, because 
otherwise the reality will be that those who can't pay for it will go 
without. 

Mr. Wyden. Mr. Chairman, could I just ask one other question 
on the pricing matter? 
Mr. Waxman. Sure. 

Mr. Wyden. You know, again, I think the chairman has stated 
my concerns very well. But let me try another approach with re- 
spect to this pricing issue. 

Why didn't you set the price at $100,000 per patient? 

Mr. Haigler. Well, I think that — you know. How can I answer 
that question? I think that would have been completely out of the 
realm of anything reasonable at all. We had to set the price at a 
reasonable level, and I would like to say also, in rebuttal to your 
statement about the needs of patients, we have taken into account, 
we think, the very real needs of the patients for whom this drug 
was developed. We've had a great concern about this. 

Our people at Burroughs Wellcome Co. pride themselves on pro- 
ducing drugs that will help alleviating illness and provide a better 
life to those people who have medical problems. And I think one of 
the prides that we have here is being able to produce this drug 
that s going to help a lot of people. 

Sc I do think the needs of these patients were very carefully con- 
sidered. In terms of trying to, in our own system within our own 
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company, decide on how many patients could or couldn't afford the 
drug, we had no way of determining that. 

We are trying to set the price based on what we hink is a rea- 
sonable price for this drug that is shown to be effective for this par- 
ticular disease. 

Mr. Wyden. The chairman needs to move on. 

I must tell you, I'm still unclear about how you arrived at 
$10,000, rather than $30,000 or $25,000. I appreciate your feeling 
that $100,000 is unfair. But I must tell you that I think the pricing 
^ystem is close to a random system. « 

Thank you, Mr. Chairman. 

Mr. Waxman. Thank you, Mr. Wyden. 

Gentlemen, we appreciate your testimony, and I think you sum- 
marized your position well in your last statement. I appreciate it. 
Mr. Haigler. Thank you, Mr. Waxman. 

M--. Waxman. For our next witnesses, we wish tx) call forward 
Dr. rtobert Windom, Assistant Secretary for Health, Department of 
Health and Human Services, and Dr. William Roper, Administra- 
tor of the Health Care Financing Administration, Department of 
Health and Human Services. 

Let me at this time ask unanimous consent that all members be 
permitted to insert an opening statement at the appropriate point 
in the record. 

Without objection that will be the order. 

Dr. Windom and Dr. Roper, we want to welcome you to our sub- 
committee hearing this morning. Your prepared statements v ill be 
made part of the record in full, and we'd like to ask you if you each 
would summarize in around 5 minutes. 

STATEMENTS OF ROBERT E. WINDOM. ASSISTANT SECRETARY 
FOR HEALTH, PUBLIC HEALTH SERVICE, DEPARTMENT OF 
HEALTH AND HUMAN SERVICES; AND WILLIAM L. ROPER, AD- 
MINISTRATOR, HEALTH CARE FINANCING ADMINISTRATIOi^ 

Mr. Windom. Thank you, Mr. Chairman and members of the 
committee. 

Dr. Roper and one that is very much I are here to discuss AZT, 
azidothymidine, which is an experimental drug which has proven 
to be of value in the treatment of certain patients with AIDS, ac- 
quired immune deficiency syndrome. 

With me today are Mr. Lowell Harvison, Deputy Assistant Secre- 
tary for Health; Dr. Maureen Myers, Chief of the Treatment 
Branch of the AIDS Program at the National Institute of Allergy 
and Infectious Diseases; Dr. Bruce Chabnor, who is Director of the 
Division of Cancer Treatment at the National Cancer Institute; and 
Dr. Gary Noble, who is the AIDS Coordinator for the Public Health 
Service. 

With your permission, then, I would like to have my entire state- 
ment submitted for the record, and I will give you a summary. 

To date, 31,982 AIDS cases have been reported in this country 
with some 18,462 deaths. We estimate that 1 million to 1.5 million 
more Americans are infected by the AIDS virus. 
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Remarkable progress has been made in research on AIDS. Still, 
as we've heard Wore, we have no effective cure, and general avail- 
ability of an effective AIDS vaccine is some years in the future. 

I would like to highlight the elements of the PHS Drug Develop- 
ment Program. We have developed a special process to supplement 
the normal, private-sector drug development system. It is a collabo- 
rative prc^am of the NIAID and the NCI established in 1986 to 
identify potentially effective and therapeutic agents and move 
them carefully and systematically through a process which will 
make them available to the public both quickly and responsibly. 

Two committees have been established by the Public Health 
Service to guide the drug selection process at the National Insti- 
tutes of Health. After candidate drugs are identified, they must be 
produced in large quantities and distributed to investigators for 
preclinical and eventually for clinical testing. 

Scale-up production and animal studies of toxicology, pharmacol- 
ogy, and bioavailability are performed on candidata drugs, under 
contract, for AIDS prior to initiating clinical studies in man. Once 
animal studies have identified a dose with potentially acceptable 
toxicity, then initial small clinical studies can begin in patients. 

Once a drug is approved for use in patientfi, it may be evaluated 
in the NIAID-funded Aids Treatment Evaluation Units, ATEU's, 
for Phase I and II clinical trials of candidate therapeutic agents at 
medical centers throughout the Nation. 

An AIDS Clinical Trial C>oordinating Center was created to 
permit centralized data analysis for these geographically dispersed 
units and to ensure compliance with regulatory requirements. Data 
from controlled clinical trials conducted in these units are evaluat- 
ed by an independent Data and Safety Monitoring Board. This 
oversight allows the early termination of a trial due either to effi- 
cacy or unanticipated toxicity. The attached chart outlines key 
events that have led up to where we are today with AZT, to your 
left. It also is with the presentation. 

The first phase of human testing for AZT was conducted from 
July to December 1985 at the NCI and Duke University. Because 
results of these very limited trials were promising. Burroughs Well- 
come began a Phase II controlled clinical trial in February of 1986. 
This study was designed to test the drug's safety and effectiveness 
in persons with AIDS who had an episode of Pneumocystis carinii 
pneumonia, known as PCP, and in selected persons with advanced 
ARC. 

On September 10, 1986, the Data and Safety Monitoring Board 
reviewed preliminary data from this study. These data showed a 
significant difference in survival between patients who had re- 
ceived AZT versus those who had received placebo. The data also 
showed that the group receiving AZT had a decreased number of 
significant AIDS-related medical complications, including opportun- 
istic infection, compared to the placebo group. 

One week later, the Board conducted a more in-depth review of 
the data and recommended that the placebo arm of the Phase II 
trial be terminated. 

During this time, I convened meetings of our senior Public 
Health Service officials in order to independently assess develop- 
ments OP the latest AZT data and their implications for wider dis- 
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tribution of the drug. The Nlli and FDA officials met with the offi- 
cials of Burroughs Wellcome to develop a proposal for a coordinat- 
ed approach to distribute AZT. 

On September 19 of 1986 I held a joint press conference with 
Burroughs Wellcome to announce that all patients who were cur- 
rently in the phase 2 trial would receive AZT. In addition, AZT 
would be made available to certain AIDS patients under a compa- 
ny-sponsored IND. Not only had FDA moved with great speed to 

Kant AZT treatment IND status, the agency also waived the usual 
zal institutional review board requirement as part of an overall 
effort to move without delay. 

An 800 number hotline was established at NIH for AZT informa- 
tion and distribution. A center managed by NIAID was established 
for the registration of patients and their pharmacists and physi- 
cians for AZT treatment, for the receipt and evaluation of applica- 
tions for use of the drug, and for the monitoring of laboratory data 
generated from patients receiving the drug. Ail this happened in 
less than 2 weeks. 

On February 16, 1987 Burroughs Wellcome Co. assumed from 
NIAID full responsibility for coordinating the AZT treatment IND. 
From September to February, under that treatment IND 4,228 pa- 
tients and 2,112 physicians were registered, 919 pharmacists were 
registered, and 35,200 hotline calls had been answered. 

NIH scientists have continued to study AZT in AIDS patients. 
Cliniccd trials are now in progress to test the drug's safety and po- 
tential efficacy in AIDS patients with Kaposi's sarcoma, pediatric 
AIDS patients and AIDS patients with dementia and other related 
neurological disorders. It is worth stressing the ATIT again is only a 
first step. 

AZT has significant toxicity in some patients, particularly in 
those with anemia and depressed white blood cells. Patients with 
advanced disease seem to be at greatest risk for these side effects. 
Therefore, we are continuing our antiretroviral drug development 
program, and in the future we can expect a number of new thera- 
peutic strategies to emerge. 

Now I want to highlight the steps the PHS has taken to make 
AZT available to AIDS patients. In September of 1986 the FDA es- 
tablished what we call a lAA classification ^stem for potentially 
useful drugs for AIDS. Assigning them the highest priority assures 
expedited review. 

In December of 1986 Burroughs Wellcome Co. submitted to FDA 
a new drug application for AZT. On January 16 of this year the 
application was reviewed by an FDA advisory committee. The com- 
mittee recommended approval of AZT for AIDS patients with cer- 
tain opportunistic infections and for certain patients with advanced 
ARC. The committee further recommended extensive post-approval 
patient monitoring and reporting by the drug's manufacturer and 
approved of the company's intent to develop a system for controlled 
distribution of the drug. 

As we move ahead with final approval decisions for AZT, all of 
these appropriate scientific issues must be waived and analyzed ex- 
peditiously. We are all aware of the important ramifications of the 
approval action. It's direct effects on the health of patients, its 
mayor implications for the testing and evaluation of other drugs for 



ERLC 



72-635 - 



'5/ 

t ■ ^ 



30 



the treatment of AIDS, and perhaps more indirectly the precedents 
that they may set for the development, evaluation and approval of 
other drugs for the treatment of AIDS. 

This is a very devastating disease, and I pledge to you that the 
Public Health Service remains committed to our efforts to alleviate 
the suffering and death it causes. 

This completes my statement, Mr. Chairman. And FU be glad to 
answer questions after Dr, Roper has submitted his. 

[The prepared statement of Mr. Windom follows:] 

Prepared Statement of Robert E. Windom, M.D. 

Mr. Chairman and members of the Subcommittee, Dr. Roper and I are here to 
discuss AZT (azidothymidine), an experimental drug which has proven to be of value 
in the treatment of certain patients with acquired immune deficiency syndrome 
(AIDS). 

To date, 31,982 AIDS cases have been reported in this country, with some 18,462 
deaths. We estimate that 1 million to 1.5 million more Americans are infected by 
the AIDS virus and can spread it to others, even though they may currently sii:>w 
no signs of illness. Present data indicate that approximately 20 to 30 T)ercent of 
these persons can be expected to develop AIDS itself within the next 5 years 

Remarkable progress has be»n made in research on AIDS, including identification 
of the AIDS virus; ensuring the protection of the blood supply and clotting factors 
used by hemophiliacs; subsequent identification of AZT, an agent which has been 
shown to prolong the life of a select group of AIDS patients; initiation of clinical 
trials; and development of public health guidelines. Still, we have no effective cure, 
and general availability of an effective AIDS vaccine is some years in the future. 

DRUG DEVELOPMENT 

Before proceeding with a discussion of AZT, I would like to review the elements of 
the PHS drug development program. Because of the importance that the PHS places 
on AIDS, we have developed a special process to supplement the normal private 
sector drug developmnt system. It is a collaborative program of the National Insti- 
tute of Allergv and Infectious Diseases (NIAID) and the National Cancer Institute 
(NCI) establishes in 1986 to identify potentially effective therapeutic agents and 
move them carefully and systematically through a process which will make them 
available to the public both quickly and responsibly. 

Two committees have been established by the PHS to guide the drug select on 
process at the NIH. The NCI has the lead responsibilitv for the Preclinical Drug 
Decision Network Committer. This committee is responsible for developing effective 
agents against the AIDS vii as; evaluating the antiretroviral activity of candidate 
agents from screening programs, drug development programs and other sources; 
and, bring candidate agents through appropriate preclinical evaluation and develop- 
ment. 

The NIAID has the lead responsibility for the AIDS Clinical Drug Development 
Committee. The objectives of tnis committee are to review and evaluate candidate 
agents or therapies to control HIV infections, opportunistic infections and malignan- 
cies and to reconstitute the immune system. Candidate agents approved by this com- 
mittee are recommended to the NIAID for clinical evaluation in the AIDS Treat- 
ment Evaluation Units (ATEU*s). 

After candidate dn*^ are identified, they must be produced in large auantiti«>s 
and distributed to investigators for preclinical and eventually for clinical testing. 
This has been done through augmentation of existing NCI contracts that currently 
p oduce and formulate anti-cancer drugs. 

Scale-up, toxicology, pharmacology* and bioavailability studies on candidate drugs 
are performed under contract in animals to test drugs for AIDS prior to initiating 
clinical studies in man. These preclinical studies are expensive and logistically com- 
plex operations. 

Once animal studies have identified a dose with potentially acceptable toxicity 
then initial small c ' .cal studies can begin in patients. 

AIDS TREATMENT EVALUATION UNITS 

Once a drug is approved for use in patients, it may be evaluated iu NIAID-funded 
ATEU's 8t medical facilities around the country. These units perform multi-cen- 
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tered Phase I and Phase II clinical trials of candidate therapeutic agents throughout 
the United States. Phase I trials are intended to carefully assess the safety of the 
drug and to determine any phaymacologic effects that can be monitored. The 
number of patients entered into these pilot trials is necessarily limited until the ini- 
tial assessment of toxicity is determined. As daia are accumulated, studies are 
gradually expanded in scope and size to obtain safety and efficacy data. Phase II 
consists of controlled clinical trials designed to demonstrate the effectiveness and 
relative safety of a drug. Normally, these are performed on closely monitored pa- 
tients of a limited number—seldom will the number go beyond 100 to 200 patients. 

An AIDS Clinical Trial Coordinating Center was created to permit centralized 
data analysis for these geographically dispersed units and assure compliance with 
regulatory requirements. 

Data from controlled clinical trials conducted in the units, are evaluated by an 
independent Data and Safety Monitoring Board (DSMB). This Board composed of 
scientists, statisticians and ethicists, periodically review data from ongoing trials. 
This oversight allows the early termination of a trial due to either unanticipated 
efficacy or toxicity. 

CHRONOLOGY OF TESTING AZT 

At this time, let me take a few moments to review key events that have led us to 
where we are today with AZT (see attachment). In 1964, a 3'-azidothymidine was 
^thesized at the Detroit Institute for Cancer Research (now the Michigan Cancer 
Foundation) under the support of an NCI grant to discover new anti-cancer agents. 
The drug did not show appreciable activity as an antitumor agent and was subse- 
quently shelved. 

In 1974, it was noted that AZT was active against the Friend erythroleukemia 
virus (a retrovirus) in a cell culture system. This observation was not pursued, be- 
cause retroviruses were not known to exist in humans. For the next decade. Bur- 
roughs Wellcome manufactured AZT for non-human applications. 

In February 1985, the NIC, under the direction of Dr. Samuel Broder, tested /VZT 
and found that it was a potent inhibitor of HTLV-III in vitro. Burroughs Wellcome 
then entered into a commitment with the NCI to pursue the clinical development of 
AZT, and the company assumed the responsibility of doing the necessary animal 
toxicology. The NCl assisted by providing starting stocks of raw materials (thymi- 
dine) for manufacturing the drug. 

The in vitro data demonstrated the activity of AZT against multiple strains of 
human HTLV-III, and defined a range of in vitro dosing. 

In June, 1985, an Investigational New Pnig Application (IND) was issued to the 
NCI to begin Phase I testing in patients, and on July 3, 1985, the first AIDS patient 
received AZT in the NIH Clinical Center. Additional patients were enrolled at both 
Duke University and the Nci shortly thereafter 

The Food and Drug Administration (FDA) also has provided assistance to the 
drug's developers through the Agency's Orphan Product Development Program. 
This promotes promising new drugs and biologies for relatively rare diseases includ- 
ing AIDS, by providing their manufacturers with the opportunity to receive tax in- 
centives, grants, and exclusive seven-year marketing protection AZT was awarded 
Orphan Drug stetus by FDA in July 1985. 

* RESULTS IN CUNICAL TRIALS OF AZT 

The first phase of human testmg for AZT, involving only 33 patients with AIDS 
and AIDS-related Complex (ARC), was conducted from July to December 1985 at the 
NCI and Duke University. The studies showed that the drug was well absorbed after 
oral administration. It was also determined that AZT does cross the blood brain bar- 
rier. This is important because involvement of the central nervous system is 
common in patients with HIV infection. The patients enrolled in the Phase I studies 
continue to be followed for evidence of toxicity, and for evidence of the effect of the 
agent on the eventual outcome of the disease. The longest period of patient observa- 
tion has now reached 18 months. 

Because results of these vei^ limited trials were promising. Burroughs Wellcome 
began a Phase II controlled clinical trial in February 1986. This study was designed 
to test the drug's safety and effectiveness in persons with AIDS who had an episode 
of Pneumocystis carinii pneumonia (PCP) and in selected persons with advanced 
ARC. Close to 300 patients were involved in the company sponsored multicenter 
trial, which was a randomized comparison of AZT and placebo. Prior to starting this 
study, the company asked the NIH to establish a DSMB to perform periodic analysis 
o*" safety and efficacy. 



ERIC 



32 



On September 10, 1986, the DSMB reviewed preliminary data from the study. 
Tliese data showed a significcmt difference in survival between patients who had re- 
ceived AZT versus those who had received placebo. The data slso showed that the 
group receiving AZT had i decreased number of significant AIDS-i elated medicai 
complications, including opportunistic infections, compared to the placebo group. 
This was true of both patients with AIDS and certain advanced ARC patients. In 
addition, weight gain and improvements in daily activities, as well as improvements 
in immune function noted during the Phase I studies were confirmed. One week 
later, the DSMB conducted a more in-depth review of the data and recommended 
that the placebo arm of the Phase II trial be terminated. 

During this time, I convened meetings of senior PHS officials in order to inde- 
pendently assess developments on the latest AZT data and its implications for wider 
distribution of the drug. NIH and FDA officials met with officials from Burroughs 
Wellcome to develop a proposal for a coordinated approach to distribute AZT under 
a Treatment IND. 

On September 18, led by Dr. Anthony Fauci, Director of NIAID, with the assist- 
ance of Dr. Daniel Hoth of the NCI, and officials from PHS and Burroughs Well- 
come met to discuss issues of availability, distribution, and cost of AZT. In a very 
short time, we had devised an efficient and equitable system for the distribution of 



On September 19, 1 held a joint press conference with Burroughs vVellcome to an- 
nounce that all patients in the Phase II trial would receive AZT. Further AZT 
would be made available to certain AIDS patients under a company sponsored, 
Treatment IND. 

Not only had FDA moved with great speed to grant AZT Treatment IND status, 
the Agency also waived the usual local Institutional Review Board (IRB) require- 
ment as part of an overall effort to move without delay and because an adequate 
alternative mechanism existed for protecting those receiving AZT under this Treat- 
ment IND. The Burroughs Wellcome Company and NIH immediately collaborated 
in setting up an AZT Treatment IND Coordinating Center which was responsible for 
the distnbution mechanism for making AZT available to eligible persons under the 
treatment IND. An 80C number "hotline" was established by NIH for AZT informa- 
tion and distribution. A government contract was used to establish a center man- 
aged by NIAID for the registration of patients and their pharmacists and physicians 
for AZT treatment, for the receipt and evaluation of applications for use of the 
drug, and for the monitoring of laboratory data generated from patients receiving 
AZT. All this happened in less than two weeks. 

On February 16, 1987, the Burroughs Wellcome Company assumed from NIAID 
full responsibility for coordinating the AZT Treatment iND. From September to 
February under the Treatment IND: 4,228 patients and 2,112 physicians were regis- 
tered; 919 pharmacists were registered; and, 35,200 hotline phone calls were an- 
swered. 



NIH scientists have continued to study AZT in AIDS patients. Clinical trials are 
now in progress to test the drug's safety and potential efficacy in: 
—AIDS patients with Kaposi s sarcoma; 
— pediatric AIDS patients; and, 

— AIDS patients with dementia and other related neurological disorders. 

A great deal of effort is directed at finding new doje regimens or new combina- 
tions of anti-retroviral drugs (as well as combinations of retroviral drugs plus im- 
munomodulators). The purpose of this effort is to develoj) regimens that reduce the 
toxicity of the drug without impairing its ability to benefit patients. 

It is worth stressing that A^ is only a first step. AZT has significant toxicity in 
some patientf, particularly in those with anemia and depressed white blood cells 
Patients with aavancod disease seem to be at greatest risk for these side effects. 

We are continuing our anti-retroviral drug development program, and in the 
future, we can expect a number of new therapeutic strategies to emerge. 



Finally, let me bring you up-to-date on the steps PHS has taken to make AZT 
available to AIDS pat ientc. In September 1986, the FDA established a 1 AA classifi- 
cation system for potentially useful drugs for AIDS. This 1 AA classification assures 
the drug of an expedited review by assigning it the hizhest priority in FDA's drug 
reviewing divisions. In December 1986, the Burroughs Wellcome company submitted 
to FDA a New Dr ig Application (NDA) for AZT, and on January 16 of this year, the 
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application was reviewed by an FDA Advisory Committee. Based on the data from 
the controlled clinical trial which showed that 19 of 137 patients on placebo had 
died compared to only one of 145 natients on AZT, the Committee recommended ap- 
proval of AZT for AIDS patients with certain opportunistic infections and for cer- 

^ tain patients with advanced ARC. 

The Committee further recommended extensive postapproval patient monitoring 
and reporting by the drug's manufacturer in order to resolve important questions 
about the efficacy ofprolonged use and possible adverse effects associated with 
AZT's long-term use. The Committee also approved of the company's intent to devel- 

\ op a system for ctntrolled distribution of the drug. 

The FDA is reviewing and analyzing the data collected on patients who were en- 
rolled in the open-label continuation of the study in addition to the data from the 
placebo-controlled trial, '^^ey must decide on the basis oi all this information which 
patients have been demonstrated to benefit from AZT despite its toxicity, and in 
which groups of patients further studies are needed to determine the risk-benefit 
ratio. 

While AZT appears, in the short-term, to be beneficial, the studies have shown 
that it, like many active antiviral drugs, has significant side effects, it causes 
anemia severe enough to require transfusions and depresses the white blood cell 
count in many individuals. This is a reminder that it is necessary to assess the risks 
of such a drug very carefully, as well as its potential benefits. 

As we move ahead with final approval decisions for ACT, all of these appropriate 
scientific issues must be weighed and analyzed expeditiously. We are all aware of 
the important ramifications of the approval action: its direct effects on the health of 
patients, its major implications for the testing and evaluation of other drugs for the 
treatment of AIDS, and perhaps more indirectly the precedents that may be set for 
the development, evaluation, and approval of other drugs for the treatment of AIDS. 
This is a devastating disease and I pledge to you that the Public Health Service re- 
mains committed in our efforts to alleviate the suffering and death it causes. 

The issues involved in development of AZT— under conditions of tremendous 

{)ublic pressure— have been extremely complex and have presented enormous chal- 
enges to regulators and scientists, both outside and within government. During this 
time, our utmost concern has been the relief of AIDS patients but we have had to 
balance compassion for those who suffer from this dread disease with the very im- 
portant public health issues of drug safety and effectiveness. 

This completes my statement, Mr. Chairman. I will be glad to answer questions 
that you or your sul committee members may have after Dr. Roper completes his 
statement. 

AZT MILESTONES 

1964— First developed in NCI extramural program and evaluated as a potential 
anti-cancer drug— found not effective. 

1974 — First shown to have activity against a mouse leukemia virus. 

Late 1984- Burroughs Wellcome and NCI begin collaborative laboratory evalua- 
tion against HTLV-III/LAV. 

Feburary 198 1— Above collaboration identifies that the drug inhibits HTLV-III in 
vitro. 

Mid-1985— First small safety trials begin in humans at NIH Clinical Center. 

jc^arly 1986— NCI publishes data on first 19 AIDS patients; begin broader placebo- 
controlled trial of safety and efficacy. 

September 18, 1986 — Data and Safety Monitoring Board recommends termination 
of study based on safety and efficacy data. 

September 30, 1986— FDA approves Treatment Investigational New Drug applica- 
tion. 

January 16, 1987— Advisory committee to FDA recommends approval as a pre- 
scription drug for certain subsets of AIDS patients 

Mr. Waxman. Thank you very much, Dr. Windom. Dr. Roper. 

STATEMENT OF WILLIAM L. ROPER 

Mr. Roper. Good morning, Mr. Chairman, members of the com- 
mittee. Tm pleased to be here today to talk about Medicare and 
Medicaid as they relate to AZT, We estimate that about 40 percent 
of current AIDS patients are being served by the Medicaid pro- 
gram, and about 1 percent of AIDS patients by Medicare. The Fed- 
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eral and State governments through the Medicaid program will 
spend more than $400 million on AIDS patients this year Primari- 
ly because of the disability waiting period, spending under the 
Medicare program is currently estimated to be under $50 million a , 
year. 

Most AIDS patients who qualify for Medicaid do so by meeting 
the disability requirement under the supplemental security income, 
or SSI program. Social Security Administration has made it possi- t 
ble for persons with AIDS to qualify for SSI almost immediately 
under the presumptive disability provisions. 

Also AIDS patients frequently can become eligible for Medicaid 
benefits as medically needy individuals thiough the spenddown 
process. Thirty-five States provide this option. 

Medicare is available to disabled persons under 65 who have re- 
ceived Social Security disability benefits for 24 months. Since cash 
benefits for disability income eligibles do not begin until almost 6 
months after the onset of the disability, a disabled person with 
AIDS would not be eligible for Medicare for almost 30 months. This * 
waiting period certainly limits the coverage of AIDS patients under 
Medicare. 

Under Medicaid the full range of regularly provided Medicaid 
services in a State are available to the AIDS patient. States have 
substantial flexibility to choose to cover a number of additional 
benefits which could assist the typical AIDS patient, such as nos- 
pice care and personal care. In addition. States may also imple- 
ment innovative health care delivery alternatives through the 
home and community based waiver services program. 

As you know, a provision of OBRA-86 set up a special waiver pro- 
gram for AIDS waivers, and we have approved earlier tais year 
such a waiver for the State of New Jersey. 

Prescription drugs are an optional benefit under State Medicaid 
programs. Every State but two has elected to offer drugs to the cat- 
egorically needy. Thirty-five States provide a drug benefit for the 
medically needy cat^ory as well. HCFA will reiniburse the States 
for any drugs, including experimental drugs which are provided ac- 
cording to Federal guidelines, except those that have been deter- 
mined by the FDA to be less than effective. 

Under the Medicare program, the only circumstances under 
which we will pay for drugs are when they are provided on an in- 
patient basis or incident to a physician's services. In other words, 
Medicare does not pay for oi^t-patiei. self-administered drugs in- 
cluding AZT. 

In order to provide advance notice of the availability of AZT to 
our State Medicaid s^encies we issued a program memorandum to » 
alert the States that FDA approval of the drug AZT is likely in the 
near future. This information allows the States to begin immediate- 
ly to revise their State formularies to include AZT if they choose to 
do so. We have promised to inform the States of an^ significant 
change in the status of AZT. 

You've heard testimony that the estimate by Burroughs Well- 
come is that the cost of AZT will be $8,000 to $10,000 per year per 
patient. Determining the cost of AZT to the Medicaid program is 
extremely difficult and involves a number of assumption that could 
change. For one thing, we don't know at this time whether the 
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drug will be prescribed for all AIDS patients, or even all AIDS and 
ARC patients. We don't know if AZT can be produced in significant 
quantities to meet anticipated demand. 

Given the limited information available, HCFA believes that the 
costs to the Medicaid program of AZT itself, not counting the cost 
of treating side effects as well as potential savings from reducing 
the number and severity of acute spells of illness could range up to 
$50 million this vear if the drug is approved bv April 1. Coats for 
1988 under similar assumptions could reach $150 million. These 
costs would be shared approximately equally by the States and the 
Feder^ Government. 

As the agency responsible for financing the Medicare and Medic- 
aid programs, weVe worked closely with Assistant Secretary 
Windom, the Surgeon General, the Public Health Service to make 
sure we are maximally coordinating our efforts in responding to 
the AIDS crisis. HCFA is committed as an agency to ensuring that 
appropriate care and services are delivered to AIDS patients. In 
partnership with the States, the Department and HCFA will con- 
tinue to address and respond to the treatment of patients with this 
very serious disease. 

I d be pleased to respond to your questions. 

[The prepared statement of Mr. Roper follows:] 

Prepared Statement of Wiluam L. Roper, M.D. 

Mr. Chairman, I am Dr. William L. Roper, Administrator of the Health Care Fi- 
nancing Administration. I am pleased to be here today to discuss Medicaid and Med- 
icare payment for he AIDS-treatment drug AZT. Mr. Chairman, as you know, AIDS 
is one of the priority items on the Secretary's agenda. I want to assure you that 
Doctor Bowen and I have discussed at length the seriousness of this tragic disease 
and the hope of soon fmding an appropriate treatment and cure. 

background 

I would like first of all to provide a brief overview of how AIDS patients qualify 
under the Medicaid and Medicare programs. Based on information gathered from 
hospitals treating Medicaid patients and data on AIDS-related disability awares, we 
estimate that about 40 percent of AIDS patients are served by the Medicaid pro- 
gram and about 1 percent are receiving care under the Medicare program, it has 
been estimated that the Federal and State governments, through the Medicaid pro- 
gram, will spend from $400 to $800 million on AIDS patients this year. Primarily 
because of the disability waiting period, spending under the Medicare program is 
currently estimated to be under $50 million annually. It should be noted that these 
estimates do not include the impact of the drug AZT, about which I will say more 
later. 

MEDICAID 

Most AIDS patients qualify for Medicaid by meeting the disability requirement 
under the Supplemental Security Income (SSI) program. In the early Jtages of 
AIDS, most patients have resources, incomes, or health insurance coverageTAs the 
disease progresses, most patients become unable to work and, as a result, lose 
income and resources. At this point, they often turn to SSI to seek qualification 
based on disability which, in most cases, would make them eligible for Medicaid. 
Those who might not qualify are in the 14 States which, when the SSI program was 
enacted, were allowed to use the more restrictive qualifying criteria from their pre- 
vious Aged, Blind, ad Disabled programs. Congress provide this option based upon 
the fear tha*^ States would face an overwhelming Medicaid caseloaa because of their 
eli^bility unuer SSI. 

In February 1985, SSA made it easier forpersons with AIDS to qualify for SSI 
under the presumptive disability provision. This allows the applicant to qualify for 
benefits almost immediately by reducing the waiting time between applying for and 
receiving benefits. 
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Even if persons with AIDS do not qualify initially for cash assistance benefits 
under SSI, they frequently can become eligible for Medicaid benefits as medically 
needy individuJals through the "Spenddown" process. People wi*^h incomes and re- 
sources above the Medicaid limits who have incurred substantial medical expenses 
can have those expenses subtracted from their income level, thus bringing them 
below the Medicaid limits. Currently, 32 States have a medically needy program 
covering the aged, blind, and disabled; an additional fi* e States have this program 
for pregnant women and children. 

In addition to SSI and medically needy coverage, another avenue of assistcmce for 
the AIDS patients is qualification for Medicaid coverage through eligibility for the 
Aid to Families with Dependent Children program. The individual may be a child 
with AIDS whose mother had contracted the disease through drug abuse, as well as 
the mother herself if she qualifies for AFDC. In states which have an AFDC-Unem- 
ployed Parent program, the AIDS patient could be, for example, the unemployed 
parent providw^d that that household met the program's qualifying criteria 



Medicare is available to disabled persons under 65 who have received Social Secu- 
rity disability benefits under Title II of the Social Security Act for 24 consecutive 
months. The disability criteria under Titles II and XVI are the same. However, 
unlike SSI, cash benents for all Title II eligibles do not begin until six months after 
the onset of the disability. After the "24-month waiting period" (Actually in most 
cases almost 30 months), a disabled person with AIDS would be eligible for both 
part A (Hospital Insurance) and part B (Supplemental Medical Insurance) of Medi- 
care. Because of the relatively rapid and fatal course of AIDS, only a very small 
percentage of individuals with AIDS can receive benefits under the Medicare pro- 
gram. 



The scope of covered benefits under Medicaid varies considerably from State to 
State. All states, however, must cover certain mandatory services for almost all SSI 
and AFDC recipients. AIDS patients v;I*o are Medicaid-eligible receive services 
through hospitals, outpatient departments, physicians' offices, rural health clinics, 
laboratory and radiology settings> and skilled nursing facilities and home health 
agencies for those who are 21 years of age and older. 

States may choose to cover certain additional benefits which could assist the typi- 
cal AIDS patient. Some examples include clinic services, prescribed irugs, interme- 
diate care facilities services, miscellaneous diagnostic services, and skilled nursing 
facility care and home health care services for individuals under 21 years of age. 
Other ancillary services such as personal care, private duty nursing, and rehabilita- 
tion services are also optional benefits. 

States are also permitted to cover hospice services under their Medicaid pro- 
grams. The Medicaid hospice benefit stresses home care, which provides an alterna- 
tive to institutional settings and allows AIDS patients another choice for receipt of 
their care. New York has already designated one hospital as an AIDS center and 
expects to approve eight more. These hospitals will be required to provide a continu- 
um of care, including hospice, nursing home, rnd ^*^patient care. New York has sub- 
mitted a Stnte Plan Amendment to KCj^'A to cover hospice benefit under its 
Medicaid program. We are now in the process of evalue g the additional informa- 
tion that New York hpz supplied. 

States also have the ability to implement innovative health care delivery alterna- 
tives through the home- and community-based waiver services program. This pro- 
gram gives otate Medicaid programs the opportunity to pay for a wide range of care 
delivered at home and in the community for those who might otherwise be institu- 
tional!^. The Omnibus Budget Reconciliation Act of 1986 (P.L. 99-509) allows 
States to target their home- and community-based services waiver to AIDS and ARC 
(AIDS-related complex) patients. 

On January 8*h of this year, we approved the first AIDS-tai^eted waiver to the 
State of New Jersey Medicaid agency so that it might provide home treatment for 
patients with AIDS and ARC. New Jersey can now provide services under this 
home- and community-based waiver program such as personal care, medical day 
care, narcotic and drug abuse treatment, private duty nursing care, and intensive 
foster care for pediatric patients. The three-year waiver was elT'^'tive March 1 and 
can be renewed. New Jersey has the fifth largest populaion of pe«*sons with AIDS 
and expects to treat 578 Medicaid-eligible AIDS patients in the first vear of tl^e 
waiver, at a cost of about $11 million or $18,996 per patient. The State projects t *t 
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it will serve 990 patients at a cost of $20 million or $20,554 per individual m the 
second year, and, in the third year, 1650 patients at a cost of $36.6 million or 
$22,238 per individual. Based upon New Jersey's projections, ' >e average rate of 
growth for total costs would be 82.4 percent. 

New Mexico has also requested a home- and community-based services waiver for 
AIDS patients. In order to assist the State in bringing its request into conformance 
with statutory and regulatory requirements, we formally requested additional infor- 
mation regarding the proposal. Our Dallas Regional Office worked closely with the 
State in an effort to develop the information necssary for the waiver to be approved. 
We have just received the additional information, which we are in the process of 
evaluating. 

Clearly, States have the flexibility to provide a wide range of additional services. 
The Stetes with the highest number of AIDS cases, California and New York, which 
have recorded approximately 53 percent of all reported AIDS cases in the United 
States, provide numerous additional optional servicse, respectively, to their Medic- 
aid populations. 

PRESCRIPTION DRUGS 

Prescription drugs are also an optional benefit under State Medicaid programs. 
Every State, except for Alaska and Wyoming, has elected to offer drugs to the cate- 
gorically needy. Thirty-five Stete programs provide a drug benefit for the medically 
needy category as well. Stetes may limit the number of drugs covered and the 
amount and scope of the benefit, for example, by restricting drug coverage to so 
many drug prescriptions per month. Eighteen Stetes require copayments on pre- 
scriptions. A Stete determines, with the advice of medical consultants, which experi- 
u o*^'^' chooses to cover under its Medicaid program. HCFA will 

niatch Stetes payments for any drugs, including experimentel drugs, which are pro- 
vided according to Federal ,i*uidelines, except those that have been determined by 
the Food and Drug Administration (FDA) to be less-than-effective. 

The Medicare program will pay for drugs when provided on an inpatient basis or 
mcident to a physician's service. Drugs generally are not covered under Medicare 
when provided on an outpatient self-administered basis. In addition. Medicare does 
not cover experimental drugs, which are those not approved by the FDA for market- 
ing. 

AZT (azidothymidine/retrovir) 

The drug AZT hP" demonstrated some success in prolonging survival among cer- 
tain AIDS patients. Burroughs Wellcome, the manufacturer of AZT, now provides 
the drug free to the more than 4,000 patients participating in the Investigational 
New Drug clincial trials. The drug is now awaiting final approval by the Food and 
Drug Administration in order that it may be marketed as a prescription drug by the 
Burroughs Wellcome Company. 

In order to provide advance notice of the availability of AZT to our Ste*? Medic- 
aid agencies, we issues a program memorandum to alert them that FDA approval of 
the drug AZT is likely in the near future. This information allows Stetes to begin 
immediately to revise their Stete formularies to incli^de AZT if they choose to do so. 
A>^ promised to inform the Stetes of any significant change in the stetus of 

The Burroughs Wellcome Company has indicated that the drug will be $188 per 
one humdred 100 mg. teblets. This would mean that the resulting cost to the patient 
• depending on the individual patient's regimen and actual dosage, between 
$7,000 and $10,000 annually. 

Determining the cost of AZT to the Medicaid program is extremely difficult and 
involves a number of assumptions that could change. For one thing, we do not know 
at this time of the drug will be prescribed for all AIDS patients, or limited to the 
population on which it has been tested in the Phase II Study, i.e., those with at least 
one occurrence of Pneumocystis Carinii Pnt^^monia or some other groups of pa- 
tients. At this point, we do not know if AZT can Se produced in sufficient quantities 
to meet anticipated demand. Among other unknowns is the cost of treatment for the 
side effecte of AZT and the cost implications of its potential for reducing the inci- 
dence of acute spells of illness. 

Given the limited information available, HCFA believes that the costs to the Med- 
icaid program of AZT itself— ignoring the cost of treating side effects as well as no- 
tential savings from reducing the number and severity of acute spells of illness- 
could range up to $50 million in 1987 if the drug is approved by April 1 and de- 
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mands for it can be met. Costs for 1988 under similar assumptions could reach $150 
million. 

These costs would be shared approximately equally by the States and the Federal 
Government. 

SUMMARY 

As the agency responsible for financing the Medicare and Medicaid programs, we 
have worked closely with the Assistant Secretary for Health, the Surgeon General, 
and the Public Health Service to ensure maximum coordination of our efforts in re- 
sponding to the AIDS crisis. In addition, we have a HCFA AIDS coordinator, and a 
HCFA representative serves on the Assistant Secretary for Health's PHS Executive 
Task Force on AIDS. 

HCFA is committed as an agency to ensuring that appropriate care and services 
are delivered to AIDS patients. In partnership with the States^ the Department and 
HCFA will continue to address and respond to the treatment of patients with this 
serious disr. ^,e. 

I vnll be glad to answer any questions you may have. 

Mr. Waxman. Thank you very much, Dr. Roper. Dr. Windom, 
there are approximately 4,500 people who are now receiving AZT 
for free. These are the people that are part of the clinical test. Now 
when AZT becomes licensed by FDA the drug is not going to be 
made available free. They're going to charge $8,000 to $10,000. Who 
will pay for these people? We've already had them on the drug. If 
they don't continue with the drug, they'll die. Who will pay for 
them? 

Mr. WiNDOM. Mr. Chairman, there are a number of those pa- 
tients who are continuing on those trials. Also because there's post- 
marketing surveillance necessary to follow up, so a number of 
those will be receiving the drug, as they are now, at no expense to 
them. 

Mr. Waxman. Who will pay for it? 

Mr. WiNDOM. The drug company is providing that under certain 
circumstances for those who are continuing in certain trials that 
will be ongoing. Otherwise for the open market, that will be based 
upon the individual, third party or Medicaid or whatever. There 
will be a number of sources. 

Mr. Waxman. How many of the 4,500 would then be in the cate- 
gory for which the company would continue to pay? 

Mr. WiNDOM. I don't have that figure, Mr. Chairman. I don't 
know the exact number. 

Mr. Waxman. Do you know the range? Are we talking about 
three out of the 4,000? Are we talking about 50 out of the 4500? 
We'd like that figure and we'll get it for the record. 

Mr. WiNDOM. We'll provide that for the record, sir. 

Mr. Waxman. But the other point is, whatever number of those 
people in that group that have gone through this clinical trial, 
don t we have a responsibility for them since they've been part of 
this trial to establish the efficacy of this drug, not to just suddenly 
push them aside on their own? If they can't afford it, they're just 
going to be out of luck? 

Mr. WiNDOM. I'm not aware that anybody is going to be taken off 
the drug because they cannot pay. That would have to be evaluated 
on individual circumstance. 

Mr. Waxman. You would say it would be unethical not to have 
that drug available to all those 4,500 people that have already been 
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part of the trial and that already are getting the drug. So if they 
don't get it there are serious consequences. 
Mr. WiNDOM. Yes, sir. 

Mr. Waxman. Now as you've outlined the NIH has contributed a 
great deal toward the development of AZT. The Public Health 
Service has set up the AZT program, and the FDA has acted in 
near record time to get this drug out to market. So we've had a lot 
of government assistance in moving this drug along. 

Do you believe that the Burroughs Wellcome price of $8,000 to 
$10,000 per person per year is a fair price? 

Mr. WiNDOM. Mr. Chairman, I can only comment that I do not 
know the exact way by which they have come about their pricing 
mechanism and would have to defer to their best judgment, and 
feel that they're doing this to meet their requirements. Again, I 
don't know the intricacies of that. 

Mr. Waxman. Do ycu intend to get the records from them to 
look at their investment cost, to second guess their evaluation as to 
whether this is a reasonable price? 

Mr. WiNDOM. I do not intend to. I don't think that is in the pur- 
view of our position, our work. 

Mr. Waxman. How many other drugs besides AZT are in clinical 
trials now? 

Mr. WmnoM. There are approximately 10 or 11 other trials that 
are going on with other drugs. 

Mr. Waxman. We'd like a list of those for the record, if you could 
provide that to us. We'd like to know how many are in clinical 
trials, how many drugs have been proposea for trials to the NIH 
dtw ** selection committee, and get the coraplece update on that. 

We've heard Dr. Roper talk about the Inancial costs of AIDS 
care. Are there any clinical trials underway for early intervention 
drugs that may stop the virus before it becomes a full AIDS case? 

Mr. WiNDOM. No, this is the first drug that actually we have 
available to be used. So we have no drug available at this point as 
far as showing to effect upon the early st^es of AIDS. 

Mr, Waxman. Does NIH pian to initiate such research? 

Mr. WiNDOM. There are a number of these drug trials that are 
presently in effect, new drugs that mry be appropriate for the 
early stages. We'll have to wait to see w^at their trial results are. 

Mr. Waxman. Now let's talk about who' ?oing to pay for the 
drug. If a patient can afford it, the patient v d pay. If the patient 
has insurance that will pay for it, the insurance company will pay. 
Dr. Roper, you indicated that Medicare, while it covers the disabled 
generally does not cover AIDS patients because there's a 2-year 
waiting period and they generally die before that 2 years eligibility 
is met. 

So Medicaid becomes the government heaHh care insurance 
system thai will pay for care for tL^se patients That's after they 
become eligible on a spenddown basis 

Mr. Roper. After they become ehgible foj SSI or spenddown 
under medically needy programs, yes. 

Mr. Wakman. So they become impoverished and then when 
they're eligible on that basis Medicaid will come in. 

Mr. RcPER. Yes. 
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Mr. Waxman. Now in the Medicaid program many States set a 
dollar limit on prescription drugs? 
Mr. Roper. Yes, they're able to do that. 

Mr. Waxman. Florida has one of the highest incidences of AIDS 
in the country. Florida limits Medicaid reimbursement for drugs to 
$22 per month. AZT will probably cost between $600 and $800 a 
month more than that. What will a person with AIDS do under the 
Florida Medicaid program? 

Mr. Roper. They would not be eligible unless the State of Florida 
changed that limit. I would expect a number of States to make 
those kind of changes. AZT is a unique drug. AIDS is a unique ill- 
ness. 

Mr. Waxman. Why would you think the States would want to 
change ^heir limits? I mean, after all, if the drug company works 
on the assumption that in pricing the drug somebody is going to 
pay for it, why wouldn't the States work on the assumption that if 
they put the limits on it that the Federal Government will be stuck 
with it because somebody else, i.e., the Federal Government, will 
pay for it? Why would the States want to incur this additional 
cost? 

Mr. Roper. Because they have a responsibility to their citizens. 
Mr. Waxman. And what will be the Federal Governmc .it's re- 
sponse? 

Mr. Roper. We operate the Medicaid program in concert with 
the States. 

Mr. Waxman. Right now under the terms of the Medicaid pro- 
gram may a State refuse to reimburse for a specific drug, even if 
it's life-sustaining? 

Mr. Roper. Yes. States are free to determine the formulary or 
the list of drugs that are covered under their Medicaid program. 
Some States have an open formulary, meaning they cover any drug 
that's FDA approved. Others have more limited lists. That cane 
about because of a desire to save money, to conserve costs in the 
program. 

Mr. Waxman. What would an AIDS patient do in a State that 
doesn't pay for prescription drugs or one that refuses to pay for 
AZT? 

Mr. Roper. They would not be eligible for AZT payment under 
the Medicaid program in their State. 

Mr. Waxman. They would go without. 

Mr. Roper Or find some other means of payment. 

Mr. Waxm n. Now under the Medicaid program, 19 States in- 
cluding New York and California have a State formulary or list of 
drugs that will be paid for. You say that you've notified States of 
the possible approval of AZT. How many States have moved to add 
AZT to their reimbursement list? 

Mr. Roper. Twenty-six States have open formularies. And what 
that means is immediately on FDA approval the drug will be cov- 
ered under those States. Another 10 States have told us that they 
will cover AZT almost immediately. The others we have not yet 
heard back from. 

Mr. Waxman. We'd like to get a list from you of the States. 

Mr. Roper. Surely. 
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Mr. Waxman. How long does it take to add a drug to the State 
formulary? 

Mr. Roper. Again, H varies widely. Some States do so immediate- 
ly. Others have a process of committee meeting to review the drug 
ard make a determination for the State Medicaid program. 

Mr. Waxman. Some States amend their formulary once or twice 
a year, don't they? 

Mr. Roper. That's correct. 

Mr. Waxman. Some may refuse to pay at all. 

Mr. Roper. That's correct. 

Mr. Waxman. Some may move to add AZT on an expedited basis. 
Mr. Roper. Yes. 

Mr. Waxman. So it's now up to the States. 
Mr. Roper. Yes. 

Mr. Waxman. What will an AIDS patient do if a State does not 
add AZT to its formulary? 

Mr. Roper. He will not be eligible for it under the Medicaid pro- 
gram. 

Mr. Waxman. Certainly we're talking about a catastrophic 
health problem. What help would the administration's proposal for 
catastrophic health insurance be in paying for the $10,000 a year 
for AZT? ^ ^ J 

Mr. RcPER. The provision to provide better financing in the Med- 
icare program would not affect AZT and AIDS patients. Another 
part of the Socretary's proposal thit the President has recommend- 
ed to the Congress is, assistance to the States to State actions like 
this one under the Medicaid progrcmi to provide better coverage. 

Mr. Waxman. We have a proposal before us from the administra- 
tion called catastrophic healtn insurance and it covers- 
Mr. Roper. That's specifically the Medicare part. 
Mr. Waxman. So it wouldn't cover AZT? 
Mr. Roper. No. 

Mr. Waxman. Even though it would a medical catastrophe. Nei- 
ther the Medicare program nor the Administration's plan has an 
out-patient prescription drug coverage. The administration's plan 
affects only Medicare beneficiaries and very few AIDS patients live 
long enough to qualify for Medicare. So what's being called cata- 
strophic health insurance before the Congress will not take care of 
this particular kind of medical catastrophe. 

In earlier testimony before this subcommittee HCFA said that it 
anticipates that 23 percent of AIDS costs will be born by Medicaid. 
Today you say that 40 percent of AIDS patients will be served by 
Medicaid. Could you explain the difference? 

Mr. Roper. The figure is 40 percent in outpatients and 23 per- 
cent ill the costs, because of the spend down process of becoming 
Medicaid t^ligible. 

Mr. Waxman. Mr. Haigler suggested that AZT actually lowered 
treatment costs for AIDS patients since it may prevent frequent re- 
currences of disease^ and then lower hospitalization rates. Do you 
agree? 

Mr. Roper. That is a logical presumption, but I don't know the 
evidence I haven't reviewed the figures. 

Mr. Waxman. Well, it's going to— healthier people are not going 
to need to be in the hospital. Wouldn't that give you tiie conclusion 
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that it would save money, that you'd otherwise have had to pay the 
hospitalization? 
Mr. Roper. Indeed, yes. 

Mr. Waxman. If it can be shown that the drug will lower costs, 
would you support a mandatory Medicaid benefit requiring all 
States to supply AZT? 

Mr. Roper. No, because the Medicaid program is operated in con- 
cert with States, Federal and State partnership, and the States for 
a variety of reasons, ought to be given substantial latitude to oper- 
ate the program. We trust the judgments of the states. 

Mr. Waxman. Under Federal law, we require that the Medicaid 
progr*^"! provide health care services for certain population groups 
that are in the bottom economiccdly, and we require that they pro- 
vide certain services. We leave some things as optional and leave it 
to State discretion, but some things we mandate. 

If we saw that States decided they didn't want to cover AZT for 
these patients, and I think we all agree ethically that we must pro- 
vide this, we must as a society make sure these people don't go 
without the drug, and die because of the fact they can't afford it. 
Isn't there a Federal responsibility? We talked about the State re- 
sponsibility to take care of their citizens. Isn't there a Federal re- 
sponsibility to take care of our citizens? 

Mr. Roper. And the Federal Government is discharging that re- 
sponsibility in the Medicaid program. 

Mr. Waxman. By shifting the burden to th j States? 

Mr. Roper. Not at all. Because bv operating the program in con- 
cert with the States, it's a Federal-State partnership. 

Mr. Waxman. Yes, but we are letting the States decide rather 
than decide at the Federal level. 

Mr. Roper. That's been the nature for 21 years. 

Mr. Waxman. That's not the nature of every service. That's the 
nature of some services, and we're talking about one that is unlike 
others we've had, not completelv unlike, but unlike others we've 
had because of the high cost, and clear inability for people who are 
on Medicaid to be able to come up with $10,000 a year. 

There's no reference to it in your statement, but I don't need to 
remind you that the fiscal year 1988 budget that the administra- 
tion submitted to Congress calls for a cap on the Federal Medicaid 
spending, which would then ask the States to pick up at least $1.3 
billion next year, according to the Congressional Budget Office. If 
AIDS related Medicaid spending will be $400-800 million this year 
as you've testified, how do you expect the States to cope with the 
even greater financial consequences of the epidemic next year 
under that proposed cap? 

Mr. Roper. The other part of the cap is a proposed enhancement, 
substantial enhancement, of the States' ability to manage their 
Medicaid programs more efficiently and given the ability to do 
that, we think they could pay for more services, deliver more serv- 
ices, even with a cap. 

Mr. Waxman. Well, we've had reductions in Federal dollars to 
the States in the past, and the way they've handled it is by reduc- 
ing e^rvices and reducing eligibility. One would expect if that's how 
they meet the fewer Federal dollars, under the Medicaid prwram 
in the past, they're not going to be talking about expanding Aledic- 



ERLC 47 



43 



aid formularies to pay for AZT, which is going to be so very, very 
expensive. 
Mr. Dannemeyer. 

Mr. Dannemeyer. Thank you, Mr. Chairman. 
Mr. Windom, you're a licensed physician in the State of Florida, 
right? 
Mr. Windom. Yes, sir. 

Mr. Dannemeyer. How long did you practice there? 
Mr. Windom. years. 

Mr. Dannemeyer. And did you have a general practice? 

Mr, Windom. General internal medicine, yes, sir. 

Mr. Dannemeyer. Are you familiar with the law of the State of 
Florida that calls for the reportability of certain communicable dis- 
eases? 

Mr. Windom. Yes, sir. 

Mr. Dannemeyer. How many diseases made are repor ^ble by 
the law of the State of Florida, that a physician encounter, rough- 
ly? 

Mr. Windom. I don't have that list in front of me, but it is quite 
large, probably 15 or more. I just don't know exactly. 

Mr. Dannemeyer. And among those that are reportable, some 
are curable and some are non-curable, right? 

Mr. Windom. Yes, sir. 

Mr. Dannemeyer. Give me an example of some that are curable 
that are reportable. For example, S3rphilis and gonorrhea. Are they 
reportable in the State of Florida? 

Mr. Windom. Yes, sir. 

Mr. Dannemeyer. Hiose are curable communicable venereal dis- 
eases, aren't they? 

Mr. Windom. Yes, but we see some cases now that are resistant, 
but potentially they are curable. 

Mr. Dannemeyer. Do you support the policy, the public health 
policy, of making curable communicable venereal diseases report- 
able? 

Mr. Windom. That is a provision within the State health pro- 
gram, which they do, and are allowed to do, and they makf their 
decisions, and I go along with that. 

Mr. Dannemeyer. You support them? 

Mr. Windom. The State decision is to make that. 

Mr. Dannemeyer. TTiat's been standard public health response 
to deal with communicable disease throughout this country for at 
least during the years you've practiced medicine. Isn't that right? 

Mr. Windom. Yes, sir. 

Mr. Dannemeyer. You believe that to be sound public health 
policy? 

Mr. Windom. That determinstion is sound, yes, sir. 

Mr. Dannemeyer. Then let's take a person with a virus for 
AIDS. Mr. Koop— Dr. Koop, the Surgeon General of the United 
States, in his report to the Nation last October, in that report said, 
we must presume that every person with the virus is capable of 
transmitting that virus to another human on a transfer of bodily 
fluids. Isn't that right? 

Mr. Windom. Yes, sir. 
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Mr. Dannemeyer. Therefore any person with the virus has by 
definition, a communicable disease, right? 
Mr. WiNDOM. Potentially communicable. 
Mr. Dannemeyer. Do we have a cure for the virus today? 
Mr. WiNDOM. No, sir. 

Mr. Dannemeyer. So we have in the words of Dr. Koop, I think 
at one point in his report, it's estimated we have 1-2 million Ameri- 
cans with the virus in their blood, right? 

Mr. WiNDOM. Yes, sir. 

Mr. Dannemeyer. The current estimate is those that have the 
virus that will go on to get the disease is about 50 percent, right? 

Mr. WiNDOM. 25-50 percent is the figure used. 

Mr. Dannemeyer. All right. One of the things that prompts me 
on this line of question is the rule of paradox in the public health 
response to deal with this epidemic in America. 

You say as a public health official and a private practicing physi- 
cian, that you support the concept of reportability for curable com- 
municable venereal diseases, such as syphilis and gonorrhea. Will 
you please tell this panel and the people of this country, how the 
public health authorities of this Nation can juytify the public posi- 
tion you now pursue, of attempting to defend that we will not call 
to be reported those with a non-curable communicable venereal dis- 
ease? rU say it again. How in the world do we justify a system 
which mandates the reportability of a curable communicable vene- 
real disease, and attempt to defend making not reportable, a non- 
curable communicable venereal disease? Could you please explain 
that to me? 

Mr. WiNDOM. Sir, the question is raised by many States, and 
many States have taken action right now or concerning action to 
take, as to how to handle that particular pioblem. I think we will 
find 

Mr. Dannemeyer. Wait a minute. Dr. Koop iii his report to the 
Nation, at one point in that report, expressly defended the non-re- 
portability of those with the virus to public health authorities. 

Mr. WiNDOM. The disease AIDS is reported. 

Mr. Dannemeyer. I understand that, sir. But the virus is not? 

Mr. WiNDOM. That's right. In some States. 

Mr. Dannemeyer. Dr. Koop in his rep H specifically attempted 
to defend the non-reportability of those with the virus. Why does 
he do that? Why do vou dc that? 

Mr. WiNDOM. Well, we are informing our States, and let them 
make these decisions based upon the evaluation of this condition, 
in those people who are antibody positive. Some States do report it. 

Mr. Dannemeyer. Now you, under Dr. Bo wen, you are the head 
of the Public Health Service in America, aren't you? 

Mr. WiNDOM. Yes, sir. 

Mr. Dannemeyer. They do what you tell them because the buck 
stops with you, right? 

Mr. WiNDOM. Yes, to an extent. Then it goes on up to Dr. Bowen 
also. But we just held a conference — we just held a conference 

Mr. Dannemeyer. You made up your mind to make a public 

?)licy position that those with the virus should be reportable, 
ou'd recommend that to the people of the country and the States, 
and they'd probably do it, wouldn t they? 
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Mr. WiNDOM. Well, first the results of the meeting we ji;st spon- 
sored and held 2 weeks ago was dealing with this subject of testing 
and reporting, and that information will be brought to me on April 
1. And we will look at that in great depth, then come forth with 
the recommendations or decisions based upon that best input from 
people representing the whole Nation, over 900 people at this im- 
portant program. So it's through this mechanism that we do make 
decisions, based upon input from many sources. 

Mr. Dannemeyer. Do you believe sitting here this morning that 
as a public policy response those with the virus should be report- 
able? 

Mr. WiNDOM. I do not feel it should be mandated at this point, 
sir. 

Mr. Dannemeyer. You don't think it should be mandated? 

Mr. WiNDOM. At this point, I feel that 

Mr. Dannemeyer. I'll ask the question again. If by law we re- 
quire a person with a curable con;municable disease to be reported 
to public health authorities, how in the world do we justify a public 
health response which does not exact the same requirements for a 
non-curable communicable venereal disease? How do you explain 
that? 

Mr. WiNDOM. Well bev^ause there are so many ramifications 
about this disease that's differexH from others that we've ever come 
across, that we have to look at for all these 

Mr. Dannemeyer. You bct it's different. It's non-curable. 

Mr. WiNDOM. Right. 

Mr. Dannemeyer. How else is it different? 

Mr. WiNDOM. Well, in the fact that once it goes through its full- 
blown stage, it's fatal. And it's rapidly progressively fatal. 

Mr. Dannemeyer. But Doctor, I'll state it this way. If public 
policy requires we report a curable communicable venereal disease, 
doesn't it seem logical that we would exact the same requirement 
for a disease which is not curable? 

Mr. WiNDOM. Well, that's 

Mr. Dannemeyer. Human logic would seem to dictate that 

Mr. WiNDOM. There is also some evidence, and a feeling that if 
we did that, there would be a number of instances where that 
person would never even seek the opportunity to get tested, be- 
cause it has many ^ther ramifications. 

Mr. Dannemeyer. Now the State of Florida, I mean the States of 
Colorado, ard Idaho and Minnesota in this country reject that ar- 
gument, don't they? They require that those with the virus be re- 
portable, don't they? 

Mr. WiNDOM. Yes, sir. Yes. 

Mr. Dannemeyer. Wouldn't you say that every person with the 
virus today £md in next 5 years is going to manifest some impair- 
ment of their immune system? 

Mr. WiNDOM. Well we don't kiiow that, sir. 

Mr. Dannemeyer. Well the French study published about 8 
months ago indicated that about 50-70 percent of those with the 
virus would get AIDS and die, and the balance would all manifest 
some impairment of their immune system. My point is, you say 
that some people would not participate if we had mandatory test- 
ing. 
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What I am suggesting is, every person with the virus is going to 
be in contact with the health care system of this Nation, because 
they frankly have no place else to go, and at that point they have 
no place to hide, and when they come into the health care system, 
isn t it appropriate that we adopt and respond with the normal 
routine public health response for every communicable disease that 
has come down the pike in the lab test— last half century, and 
make it reportable? 

Mr. WiNDOM. What you're saying is being considered in many, 
many places today. 

Mr. Dannemeyer. How long is 

Mr. Waxman. Gentlemen, the time has expired. 

Mr. Dannemeyer. Wait a minute, Mr. Chairman. You started at 
10:24 and quit at x0:36. I started at 10:36 and I think I should be 
able to go to 10:48, and take 12 minutes just like the Chairmem did. 

Mr. Waxman. Well I'm sorry, I'm sorry, I don't think you've cal- 
culated correctly, and I think we've given you the same amount of 
time, but we'll give you an opportunity in the second round. Mr. 
Wyden has been waiting patiently, and you have another opportu- 
nity. 

Mr. Wyden. Thank you, Mr. Chairman. I just have a couple of 
questions. 

Dr. Roper, in 1987 the cost of AZT in the Medicaid program 
could reach $50 million, according to your indications. Is that Fed- 
eral money, or combined State and Federal? 

Mr. Roper. Combined. It's 25-25 roughly. 

Mr. Wyden. In producing that numoer, Doctor, how many States 
do you assume are going to cover AZT this year? 

Mr. KopER. Wc assume that 26 States will immediately cover. 
They are the ones with so-called open formularies. 

Mr. Wyden. I think all of us on the subcommittee would appreci- 
ate for the record, the data and assumptions used by HFCA to esti- 
mate the Medicaid related costs of AIE^ and AZT? 

Mr. Roper. I'd be glad to provide that, yes. 

Mr. Wyden. For the sake of the record. 

Mr. Roper. Yes. 

Mr. Wyden. Dr. Roper, my second question is, what is the range 
of poverty that AIDS patients have to reach before becoming eligi- 
ble for Medicaid? 

Mr. Roper. It's substantial poverty. It varies across the states. 
States have different levels. 

Mr. Wyden. Well, I know that the Chairman spoke of the Florida 
situation at a very low level. But I think there are several States 
that are even well below that. I think one State, it may be Ala- 
bama, but I'm not sure, you have to have $88 a month for a family 
of 2 in order to be eligible. 

Mr. Roper. I don't know the Alabama figures off the top of my 
head, but substantial poverty in many States is required. 

Mr. Wyden. Should patients have to move from the States with a 
very low level? From Florida, and if it's Alabama, as I say I don't 
know, to California to get ATT? Is that what the administration is 
advocating? 

Mr. Roper. No. We are advocating the States to effectively 
manage their Medicaid program. 
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Mr. Wyden. But what if you're very low income, yet you still 
don't qualify, in your State. 1 hoard that, I guess it's an old notion, 
vote with vour feet, but clearly people who are in pain aiid are dis- 
abled couldn't possibly do that. It would certainly put an extra 
burden on the States. What do you do if you're very low income, in 
a State you're not eligible. 

Mr. Roper. Well the question you pose— it strikes to the heart of 
a Federally-State operated program, a partnership program. We 
depend on the voters and the elected officials of tLe several States 
to do the right thing by their citizens. 

Mr. Wyden. Well, I think we're all interested in the States doing 
as much as possible. I'm just concerned that people are going to fall 
through the cracks as a result of this situation. There may not be 
any drug services in their State, and they may not be able to move. 

The question for both of you that Fd like to ask, deals with 
whose responsibility is this? Where are the lines between the Fed- 
eral Government and the States? I think your positions are a little 
bit different. 

I understood Dr. Windom to say that it's unethical to withhold 
AZT from AIDS patients. That was Dr. Windom's statement to 
Chairman Waxman. But Dr. Roper has said that's it's not a Feder- 
rl ethical responsibility. My question is, whose responsibility is it? 

Mr. Roper. I think we as a society have a responsibility to pay 
for health care services to those who can't afford to pay for them 
themselves. That includes not only AIDS patients, but patients of 
whatever malady. And society has that duty. The Federal Govern- 
ment, State Government, local Governments, the private sector, 
the manufacturers of the drug. It's a responsibility that we all 
share. The Federal Government is discharging that responsibility 
primarily through the Medicaid program, as I've said. 

Mr. Wyden. I don't think that's much solace to people in great 
pain, and agony to say that society in the abstract has a responsi- 
bility to do it. We haveto make decisions to try to help alleviate 
that pain, and make sure they're in the most cost effective manner. 
I personally think the Federal Government has a more significant 
role to play in this then all of you do, but that will be a subject for 
other debates. 

Dr. Windom, would you want to comment? 

Mr. Windom. Yes, sir, Mr. Congressman. This is a early disease 
process, it's a very devastating one that has aroused the concern of 
niillions of people in this Nation, and we know of many communi- 
ties where this disease has manifested itself more than others. 
There's a great deal of community effort, individuals helping the 
patient through many ways, to show compassion, and concern, and 
to make their care more available with all the help of many disci- 
plines. So I think it is evident that there is a great deal of human- 
istic approach to this disease on all levels. 

Mr. WYDEN. Thank you, Mr. Chairman. 

Mr. Waxman. Thank you, Mr. Wyden. The thought tl at strikes 
me that when you say society has the obligation to pay for it is 
that that could be an excuse for no one in society taking the re- 
sponsibility. It could be an excuse for the Federal Government not 
to do it, for the States not to do it, for the drug companies to 
assume that somebody will pay whatever their price will be, and 



ERLC 



48 



we could easily see large numbers of patients going without this 
drug which we would all consider an unethical, unacceptable situa- 
tion. So we're going to have to, it seems to me, monitor this situa- 
tion very carefully. 

Dr. Windom, there are a lot of questions I could ask you about 
the AIDS problem, and about reporting and testing routine, man- 
datory, whatever. We are going to hold hearings on these issues at 
a later date. This is not an issue we're unconcerned about, but I'm 
going to refrain from getting into those issues at this time, because 
we have this hearing on this question. But any member can pursue 
anything they want when they're asked — when they're given the 
time to pursue questions. 

I just don't want you to think that our refraining from going into 
these questions means that we agree with Mr. Dannemeyer on his 
point of view, or that we are uninterested in this situation. 

Mr. Dannemeyer, do you wish a second round? 

Mr. Dannemeyer. Yes; I do. 

Mr. Waxman. The gentleman is recognized for 5 minutes. 

Mr. Dannemeyer. Thank you, Mr. Chairman. Dr. Windom, I 
don't think you were working as head of the Public Health Service 
of the Federal Government in March of 1985, but I suspect one of 
the staff persons sitting behind you there can help you with respect 
to this issue, because it relates to the integrity of the blood supply 
of this country. 

In March of 1985, the Public Health Service of the United States 
Government took some action in order to protect the integrity of 
the blood supply and in about March of that year, action was taken 
with respect to the group that contributed 17 percent of the AIDS' 
cases, intravenous drug users. That action provided that the group 
contributing 17 percent of the AIDS cases cannot donate blood; 
isn't that right? 

Mr. Windom. An intravenous drug user cannot? 

Mr. Dannemeyer. In the Spring of 1985, statistically speaking, 
17 percent of the AIDS' cases came from a group called intrave- 
nous drug users, and so from the standpoint of protecting the blood 
supply of the country, a decision was made that that group that 
contributed 17 percent of the AIDS' cases, cannot donate blood; 
isn't that right? 

Mr. Windom. Yes. 

Mr. Dannemeyer. At the same time, the Public Health Service 
for the United States Government made a decision with respect to 
the group that contributed 73 percent of the AIDS' cases, male ho- 
mosexuals, relating to the int^ity of the blood supply. Specifical- 
ly, the Public Health Service said, and here they differed, if you 
subjectively consider yourself to be a monogonous male homosex- 
ual, there is no restriction on your donating blood at all, but if you 
subjectively considered yourself to be a polvgamous male homosex- 
ual, the Public Health Service said you should not donate blood; 
isn't that right? 

Mr. Windom. Yes, sir. 

Mr. Dannemeyer. And then in September of 1986, you chan^ 
your policy whereby you said, irrespective of whether you classify 
yourself as a monogonous or polygamous male homosexual, you 
should not donate blood; isn't that correct? 
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Mr. WiNDOM. Yes. 

Mr. Dannemeyer. Now, the question I have k this; if it is sound 
public policy to protect the integrity of the blood supply of this 
country, that the group that contributes 17 percent of the AIDS' 
cases, intravenous drug users, is told, you cannot donate blood, how 
do you justify adopting less than an identical stricture with respect 
to the group that contributes 73 percent of the AIDS' cases, male 
homoMsexuals, but to that group, to my knowledge, you have to this 
d^^ust said, should not donate blood as opposed to cannot donate 



Mr. WiNDOM. Well, because we feel with the testing procedure, 
that we can test the blood today, too, for those who do ^ve blood 
beyond which they should not give it, they still offer giving blood. 
We cannot prove whether they fit that category or not. 

Mr. Dannemeyer. Well, that's interesting. The testing procedure 
would pertfidn to whether you are an intravenous drug user or you 
are a male homosexual; wouldn't it? 
Mr. WiNDOM. It could; yes. 

Mr. Dannemeyer. So if the blood test is a constant, there must 
be some other reason why the Public Health Service has not been 
able to bring itself and say to the group that contributes 73 percent 
of the AIDS cases, you cannot donate blood. Can yoa give me a ra- 
tionale as to what—why you do that? 

Mr. WiNDOM. Well, the history, of course, of the IV drug use, had 
a greater instance of possibility of the spread or the contamination 
and consequently, looking at the other issue more with the homo- 
sexual population and to evaluate just where we stand at that 
point. 

Mr. Dannemeyer. Now, let's be candid about it. The ELISA test 
has a false negative in between 4 and 10 percent of the cases; 
doesn't it? 

Mr. WiNDOM. Yes, sir. 

Mr. Dannemeyer. In other words, if a test is negative on a pro- 
posed blood sample, there is a 4 to 10 percent chance that that 
blood can contain the virus for AIDS; right? 

Mr. WiNDOM. That's too high; about 1 percent now. 

Mr. Dannemeyer. Well, it depends on what statistician you rely 
upon, but I've seen figures on false negatives between 4 and 10 per- 
cent. What figures have you seen? 

Mr. WiNDOM. I think it is 1 to 2 percent. 

Mr. Dannemeyer. Let's take yours, 1 to 2 percent. Don't you be- 
lieve it is sound public policy considering we are attempting to pro- 
tect the integrity of our blood supply, for the Public Health Service 
to say to the group that contributes 73 percent of the AIDS' cases, 
male homosexuals, you cannot donate blood to the blood supply of 
this country, just as you have said to the group that contributes 17 
percent of the AIDS' caseSv intravenous drug users? 

Wouldn't that make sound public policy? 

Mr. WiNDOM. It's something we would have to look at in more 
depth, sir. 

Mr. Dannemeyer. Well, how long is it going to take you to look 
at that? Let me give you an example of how this is relevant. Last 
year, Dr. Windom, the public health in Colorado reported the in- 
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stance where a donor to the blood supply, and I think it was in 
May Oi 1986, showed up negative on the ELISA test and that 
donor^s blood was admitted to the blood supply. That blood ended 
up being donated from the blood supply to a recipient and the re- 
cipient got AIDS. Then that donor came back in August to donate 
again. That donor tested positive under the ELISA test. 

The rationale as to why it was missed at the banning in May 
was becruse it takes about 6 weeks to 10 weeks for the latency 
period to develop in the human system where antibodies are detect- 
ed by the antigen. 

My point, Dr. Windom, is this; when will the Public Health Serv- 
ice of this country recognize that the current policy on protecting 
the blood supply of this Nation is defective? Your policy has result- 
ed in that citizei* in the State of Colorado getting AIDS, because 
your policy relating to the people donating Wood is defective. 

My question j when are you going to straighten it out and say 
as a matter of public policy that the groups that contribute 17 per- 
cent of the AIDS' cases, intravenous drug users, are going to be 
treated on the same b. sis as the group that contributes 73 percent 
of the AIDS' cases, male homosexuals. Those groups should be told, 
that they cannot donate blood. When will you do that? 

Mr. Windom. Well, as I mentioned, the first of April we will 
have a report of that meeting which discuss^ ^ this v«ry intensively, 
2 weeks ago, on the question of blood testing and nr^. idating and to 
look at that in more detail to see what we should ^o, because it is a 
question that is broad based and requires a great deal of input. 

Mr. Waxman. The gentleman's time has expired. 

Mr. Dannemeyer. In my judgment, you aie treating this as a 
civil rights issue. You and the other members of the Public Health 
Service, in my judgment, are derelict in your responsibility and if 
you can't straighten up the public policy health response to this 
epidemic in America, I think with all due respect, sir, you shouLl 
be replaced by people who will have that courage to do so. 

Thank you, Mr. Chairman. 

Mr. Waxman. The gentleman's time has expired. What Mr. Dan- 
nemeyer has expressed here is nothing new. He has expiessed it in 
other settings and other forums and in complaints to the President 
himself, as I understand it, there were letters complaining about 
his own administration. 

But just on this blood question, which isn't the subject for debate 
today but it has been raised, if you have someone coming in to 
donate blood and they are an intravenous drug user, that can be 
determined by a medical person at the site where the blood is to be 
donated. If someone is a homosexual, you are relying on that per- 
son's judgment. You have to prove whether that individual is cor- 
rect or not in the statement that he or she makes, that it is not the 
case. 

The Public Health Service has relied on the fact that you can 
screen out the blood rather than try to go out and find out whether 
these individuals are other than what they say they are. 

You say, someone comes in to donate blood, you are n*-^ to 
donate blood if you are a homosexual. Isn't that correct? 
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Mr. WiNDOM. We request that if individuals have had sexual re- 
lations with another male since 1977, are a category of people who 
should not donate blood. 

Mr. Waxman. You tell them doix't donate blood. Now, if you are 
going to require them at the site to go out and investigate further, 
you are going to have to inv^tigate everybody who comes in. Now, 
the reason, as I understand it, that you have this particular proc- 
ess, is because you have the ability to then examine the blood. 

You tell people not to donate blood and then you screen the 
blood to see if the virus is in the donated blood and you remove 
any blood from whatever source. After all, you can have blood with 
the virus in it from someone who is not a homosexual, who never 
was aware they were carrying that virus. 

I wanted to raise those points, as well, to counter the charges 
that have been made, that you have not been acting in an responsi- 
ble way. 

That concludes our business before the subcommittee. We stand 
aciljourned. 

[Whereupon, at 12:00 p.m., the hearing was adjourned, t( recon- 
vene at the call of the Chair.] 
[The following letter was submitted for the record:] 

American Pharmaceutical Association 

statement on the distribution of the acquired immune deficiency syndrome 
(aids) drug aziiiothymidine (azt) 

The American Pharmaceutical Association (APhA) commends the Burroughs- 
Wellcome Co for its decision to distrubute the new AIDS drug, azidothymidine 
(AZT). through the traditional drug distribution system that ensures the active par- 
ticipation of pharmacists. Although the AIDS patient will be required to designate a 
particular pharmacy where he or she will have prescription orders for AZT dis- 
pensed, the patient through this system will be assured access to comprehensive 
pharmaceutical semces through the pharmacy of his or her choice. 

In the case of 'AZT, it is particularly appropriate that the traditional physiciai. 
pharmacist-patient relationship has been preserved. AZT is a highly toxic drug for 
which therapy must be individualized for each patient. Further, strict adherence to 
the prescribed dosage is essential to achieve maximum effect. Consequently, pa- 
tients on AZT therapy require special counseling, and their therapy must be closely 
monitored. Pharmacists are especially suited to provide these essential services. Be- 
sides special services related directly to their arug therapy, patients on AZT, be- 
cause of the nature of their disease, often require other community health services, 
such as hospices and mental health counseling, and pharmacists can refer patients 
to such se. -ces available in their communities. 

Pharmacists can also assist patients in dealing with the relatively high cost of 
AZT therapy. Pharmacists have hLot^rically worked with their patients to achieve 
maximum drug therapy effect at the lowest possible cost, as well as to help identify 
sources of financial assistance that might be available in the community to help 
with patients* drug therapy costs. In the case of AZT, pharmacists through their 
monitoring function can work with patients and physicians to achieve » ^^naa^a lovoi 
that will be effective yet most economical. 

In addition to helping tailor therapy to achieve cost savings, pharmacists' tradi- 
tional methods of determining their fees will also help keep patient costs low. Al- 
though pharmacists will be assuming significant financial risks and inventory carry- 
ing costs related to stocking AZT, the fees which pharmacists will receive, besides 
recovering their actual costs for the drug product, will relate primarily to their pro- 
vision of the counseling, monitoring and other pharmaceutical services that tney 
will be providing to the patient. Therefore, it si clear then that patient cost esti- 
mates cannot and should not be based upon percentage markups on the wholesale 
price of the drug charged by the manufacturer. Although the actual professional fee 
received by pharmacists will vary from pharmacist to pharmacist, all pharmacists 
obviously are entitled to receive a rea' *^le professional fee for the services they 
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provide in supplying the drug. However, if compared with a percentage of wholesale 
cost, that fee likely will be quite small. 

As experience is gained on the distribution of AZT, APhA has offered to further 
work with Burroughs-Wellcome to make any adjustments in the distribution system 
that would assi re that it works even better to help the AIDS patient. 
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AIDS ISSUES 
AIDS and Minorities 



MONDAY, APRIL 27, 1987. 

House of Representatives, 
Committee on Energy and Commerce, 
Subcommittee on Health and the Environment, 

Houston, TX. 

The subcommittee met, pursuant to notice, at 9:30 a.m., in Moot 
Court Room of the Law School at Texas Southern University, 
Houston, Texas, Hon. Henry A. Waxman (chairman) presiding. 

Mr. Waxman. The meeting will come to order. 

We will speak as loudly as we can. We want to welcome you to 
this subcommittee meeting hearing of the Health and Environment 
Subcommittee of the Energy and Commerce Committee of the 
House of Representatives. This subcommittee has held over a dozen 
hearings on the epidemic of Acquired Immune Deficiency Syn- 
drome or AIDS. Most have been on the stubborn refusal of the 
Reagan administration to h^ ed the warnings of its own best health 
and medical experts. Some have been on models of clinical care for 
AIDS patients. Some have been on the need to develop new thera- 
pies for the disease. 

Today's hearing will deal with all of these issues at once. But 
today's hearing is also to bring to public attention a side of the epi- 
demic that has been largely unaddressed: The disproportionate 
dangers that AIDS poses for minorities in America. 

I nave argued on many occasions that had AIDS first appeared 
among members of the Chamber of Commerce, the Federal re- 
sponse to the disease would have been much more urgent and 
much more comprehensive. Since the disease was first recognized 
among gay men, however, the Reagan adminio^ration dealt with it 
as business as usual. 

This neglect of gay men who were ill is now matched by the ad- 
ministration's unwillingness to recognize the particular problems 
of AIDS among minority groups, both gay and straight. While 
Black Americans represent about 12 percent of the populj"^ion of 
the Nation, they represent 25 percent of the confirmed cases of 
AIDS. WTiile Hispanic Americans represent 7 percent of the popu- 
lation they make up 14 percents of the cases of AIDS. 

These numbers are complex. They involve drug abuse and sexual 
activity. They are tied to a variety of problems in minority access 
to health care, education and employment. 

But clearly above and beyond these complexities, these statistics 
point out that there is a special need for the public health agencies 
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of Federal, State, and local governments to provide AIDS education 
and clinical care services that reach Black and Hispanic Ameri- 
cans. Educational programs for ^hite gay men may never reach 
Hispanic gay men. Counseling programs for white pregnant women 
may be inaccessible to Black pregnemt women. 

The Reagan Revolution in government services has hit minority 
groups particularly hard. The AIDS epidemic will make these years 
of neglect even more devastating and will be fatal for many Black 
and Hispanic people. 

I hope that with today's hearings, we will remove some of the 
blinders that surround observers of AIDS and finally conclude that 
AIDS is a crisis for all Americans Hispanic, Black and white, het- 
erosexual and homosexual, young and old. Once that occurs, we 
will be able to address the disease as a disease and not as a curse. 
We will be able to care for all sick people regardless of their race 
or their income. And I hope we will be able to bring together a 
Nation that is becoming frightened and torn over the epidemic. 

I want to thank Congressman Mickey Leiand, who has invited us 
to come U) this meeting, today, £ind to hold this hearing. C/Ongress- 
man Leiand is a very active member of the Subcomnuttee on 
Health, has been involved in our hearings and activities in the 
AIDS area, as well as in many other health issues. And, through 
his leadership, we are trying to deal with these very pressing prob- 
lems at a time when we are having a lot of trouble from the failure 
of the cooperation of many of the administration to recognize the 
realities. 

We hope this hearing will aid both of us in fighting for more 
Federal efforts to combat the AIDS epidemic and to make sure that 
those Federal efforts are targeted and clear and coherent from a 
public health point of view. 

And I want to recognize at this time. Congressman Leiand. 

Mr. Leland. Thank yon very much, Mr. Chairman. Let me thank 
you for your very quick and ready response to the invitation to 
come and hold this hearing here in my city, in my district, at my 
alma mater. 

A few years ago, the Gay Political Caucus invited me to a "town 
hall" meeting and introduced me to the very severe and critical 
problem that afflicts Houston. This problem, of course, of AIDS 

I was involved through the committee's work and activities with 
the issue of AIDS, but had never realized to what extent or the 
magnitude of the problem that existed in my own city. I guess, to 
some extent, I was as guilty as some of our so-called city leadership 
with my ignorance about the prominence of this veiy serious, this 
very serious affliction of our city and our country. 

I am most pleased, however, that indeed there are those of you, 
Mr. Chairman, in the Congress, who would t^ke the kind of fervent 
leadership to not only address the pT*oblem of how it is that we 
cure AIDS, but also how it is that we prevent AIDS. 

It is becoming more and more apparent, now, that the homosex- 
ual community is not the only community that has been afflicted 
with this disease. The gay community, the gay and lesbian commu- 
nities are communities that indeed we have to guard in terms of 
their human rights and their human ailments, if you will, and we 
cannot push them aside. But, at the same time, ana I do not want 
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to demep.n the interest of doing just that, but at the same time, I 
would like to expand this sphere of discussion in order that we can 
address the very critical problem of AIDS that is growing amongst 
heterosexuals and, particularly, amongst minorities, too. I think 
maybe v/ith working in coalition together with those all who are 
afflicted, we can finally realize some true solutions to the problem. 

Since AIDS was first targeted as a specific disease in 1981, it has 
received a tremendous amount of public attention. Unfortunately, 
the general public continues to think of AIDS as a disease of homo- 
sexual white malts. As a result, one aspect of the epidemic has 
been largely overlooked. AIDS oases occur nearly three times more 
frequently among Black and Hispanic men than among white men, 
as was alluded to by our chairman. And the incidence among Black 
and Hispanic women and children compared to whites is even 
higher. Moreover, recent studies indicate that AIDS will continue 
to spread at much higher rates among Blacks and Hispanics than 
among whites. If we are s#»rious about developing a game plan with 
which to win this war against AIDS, these sobering statistics must 
be taken into consideration. 

In order for our actions to be effective, we must aggressively 
pursue answers to such difficult questions as: Why does AIDS occur 
more frequently amongst minorities than whites. And why is this 
disease increasing in the heterosexual community? 

We already have many hints as to answers to some of these ques- 
tions. For instance, in the white community, AIDS has spread pri- 
marily through male homosexual contact and women having con- 
tact with bisexual men. Among Blacks and Hispanics, however, 
AIDS is spread primarily as the result of intravenous drug abuse 
and heterosexual contact. This pattern is partly due to the dispro- 
portionately large number of Black and Hispanic IV drug users in 
areas most a^ected by the AIDS epidemic. 

As a matter of fact, 62 percent of minorities acquiring AIDS 
through heterosexual contact have reported sexual contact with an 
IV drug user. Since most of the women with AIDS are Black and 
Hispanic, it is not surprising that most child/en with AIDS are also 
Black and Hispanic, estimated to be about 80 percent of the victims 
afflicted with AIDS. 

AIDS affects our entire society. Therefore, we must all work to- 
gether to address this problem. Black and Hispanic organizations 
have a unique opportunity and obligation to become educated 
about AIDS and how to stop its further spread in our communities. 

Of course, the development of an effective vaccine and treatment 
niust remain a high priority. But until a vaccine and treatment are 
discovered, prevention programs are our only remedy. 

Mr. Chairman, today's hearing is an integral and cntical aspect 
of any prevention remedy: Education. In conclusion, Mr. Chairman, 
I am pleased that these panel members will help educate all of us 
about the impact of AIDS beyond the homosexual community, in 
general. And I would like to again reiterate that that does not 
demean the importance for us to pursue how it is that we can pre 
tect our homosexual community against this very dire disease. 

Mr. Chairman, let me at this time, if I may, thank the President 
of the Texas Southern University for not only his participation. 
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which is to ensue, and I see that he is here, for allowing us to hold 
this hearing here. 

We would like to thank Gene Harrington, who we know facilitat- 
ed the opportunity for us to participate in this setting at the Moot 
Court of the Thurgood Marshall Law School. Let me also thank the 
Chicano law students as well as the Black liaw students who facili- 
tated the welcoming banners that we see and the refrc^shments 
that we were able to get before the hearing and for all of those who i 
have participated here in the City of Houston to help put this in- 
credible hearing and tnis landmark hearing, T might add. Mr. 
Chairman, on here in the City of Houston, at Texas &)uthem Uni- 
versity. 

[The opening statements of Hon. Mickey Leland and Hon. Jack 
Fields follows:] 

Statement of Hon. Mickey Leland 

Mr. Chairman, I want to take this opportunity to thank you for holding this hear- 
ing here in our City of Houston and for your focus on the problem of AIDS both in 
and beyond the homosexual community. 

Since AIDS was first targeted as a specific disease in 1981, it has received a tre- 
mendous amount of public attention. Unfortunately, far loo many members of the 
general public continue to think of AIDS as a disease of homosexual males. And 
many people continue to thing of AIDS as a disease which predominately affects the 
white community. As a result, one as^ ^t of the epidemic has been largely over- 
looked: AIDS ce'jes occur nearly three times more frequently among Black and His- 
panic men than among white men. And the incidence among Black and Hispanic 
women and children compared to whites is even higher. Moreover, recent studies 
indicate that AIDS will continue to spread at mu^h higher rates among Blacks and 
Hispanics than among whites. And since most of the women wHh AIDS are Black 
and Hispanic, it is not surprising that most children with AIDS are also Black and 
Hispanic. If we are serious about developing a ^ame-plan to win the war against 
AIDS, these sobering statistics must be taken into consideration. 

In order for our actions to be effective, we mus"" aggressively pursue answers to 
such difficult questions as: Why does AIDS occur more frequently among minorities 
than whites? And why is this disease increasing in the heterosexual community? 

We already have many hints as to the answers to some of these questions. For 
instance, in the white community, AIDS has spread primarily through male homo- 
sexual contact and women having contact with bisexual men. Among Blacks and 
Hispanics, however, AIDS is spread primarily as the result of intravenous drug 
abuse and heterosexual contact. This pattern is partly due to the disproportionately 
large number of Black and Hispanic I.V drug abusers in arjas most affected by the 
AIDS epidemic. As a matter of fact, 62 percent of minorities acquiring AIDS 
through heterosexual contact have reported sexual contact with an I V. drug abuser. 

AIDS affects our *»ntire society; theiefore, we must all work together to address 
this problem. Black and Hispanic organizations have a unique opportunity and obli- 
gation to become educated about AIDS and how to stop its further spread in our 
co!nm unities. 

Of course, the development of an effective vaccine and treatment must remain a 
high priority; but until a vaccine and treatment are discovered, prevention pro- 
grams are our only remedy. In my view, an effective prevention program must in- 
clude certain features that have not yet received much public or media attention. 
These include: (1) targeted outreach risk reduction programs for minority popula- 
tions; (2) programs that are sensitive to cultural and language needs; (3) improved 
access to, and utilization of, health services to minority populations; (4) coordinated 
Federal, State, and loc. 1 pievention activities; and (5) technical assistance for com- 
munity groups. 

Mr. Chairman, today's hearing is an integral and critical aspect of any prevention 
remedy— education. 

In conclusion, Mr. Chairman, I am pleased that these panel members will help 
educate all of us about the impact of AIDS beyond the homosexual community, in 
general, and in minority communities in particular. I look forward to hearing their 
testimony on him best to address this devastating epidemic 
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Statement of Hon. Jack Fields 

Thank you, Mr. Chairman. Mr. Chairman, I want to commend you and my col- 
league from Houston, Congressman Mickey Leland, for conducting this hearing 
today here in Houston. Acquired Immune Deficienjy Syndrome, or AIDS, as it is 
commonly known, is the most pressing public health problem with which this coun- 
try is faced U>day. It certainly merits considerable attention by our society. 

This deadly disease also merits considerable attention in Houston and Harris 
County. Latest figures show that Harris County has logged 1,027 cases of AIDS. This 
is the fourth highest tally in the country. 

The State of Texas also has the fourth highest State total. There have been 2,138 
confirmed cases of AIDS in Texas; almost half of that total has been in the Houston 
area. In Texas, there have been 1,325 deaths. 

^® significant breakthroughs in the treatment and prevention of 
AIDS, by 1991, 240,000 people in Texas will have been exposed co AIDS; 16,200 of 
those will be confirmed cases; and of those 16,200, about 11,000 will have died from 
AIDS. 

Texas Commissioner of Health Robert Bernstein has predicted 60,000 cases of 
AIDS m Texas by 1997. Certainly it was an understatement when U.S. Surgeon 
General C. Everett Koop told a Joint Session of the Texas Legislature that "YouVe 
got a big problem in Texas." This is one situation that I sincerely wish weren't 
Texas-sized." 

Nationally, there have been 33,997 confirmed cases of AIDS; of those cases, 19,658 
people have died. Almost a year ago the U.S. Department of Health and Human 
Services projected that there would be about 196,000 confirmed cases of AIDS by the 
beginning of 1991, with another 74,000 diagnosed during 1991. Health and Human 
Services also predicted that 125,000 people will have died from AIDS by the begin- 
ning of 1991, with 54,000 more deaths during the year. 

Tliese are monumental figures. Perhaps the immensity of the problem can best be 
appreciated by comparing it with the tragedy that occurred when polio was epidem- 
ic 40 years ago. 

Between 1943 and 1956, 400,000 people were infected with polio. Since AIDS was 
introduced into the United States, probably in 1976, experts estimate that at least 
1.5 million people have been infected with, or are carriers of, the virus. 

Of the 400,000 people who were infected with polio, 22,000 died during the period 
1943-1956. As I mentioned earlier, nearly 20,000 have already died from AIDS. With 
AIDS, I am afraid, the worst is yet to come. 

I am sure everyone has heard all of these staggering numbers before. But I, and 
others, recount them to impress upon all of us that this communicable disease is the 
severest public health problem any of us have faced, or are likely to face, in our 
lifetime. While more people may die from cancer, heart disease and stroke this year 
and next, they are not contagious diseases. The specter of contagion is what sets 
AIDS m a class by itself. 

With that caveat firmly in mind, we must all concert our efforts to rid our society 
of this deadly disease. When I say we, I mean the local, State and Federal levels of 
government, as well as the private sector. We all have a responsibility to contribute 
to the provision of adequate resources to effectively deal with AIDS. 

We also must be courageous enough to take the appropriate public health meas- 
ures which will curtail needless suffering and death. This may require some tough 
decision-making; but, it will be necessary. 

Mr. Chairman and Congressman Leland, I hope we can work together on meas- 
ures which adeauately and appropriately address the public health disaster of Ac- 
quired Immune Deficiency Syndrome. 

Thank you, Mr. Chairman. 

Mr. WaXman. I would like to call forward Dr. Robert Terry, 
president of Texas Southern University to make a presentation to 
the subcommittee. As Dr. Terry approaches, I want to let him 
know how much we do appreciate the fact that we are holding this 
meeting here today and we appreciate your hospitality in allowing 
us to meet in the Moot Court. 

It is a long time since I was in a Moot Courtroom, not since I was 
at UCLA Law School, and I was not up on this side of the ^ >«)m 
when I was last in a Moot Court setting. But this feels much better 
up here than down there. 
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And Dr. Terry, now you have your turn to be down there. 

Mr. Leland. Mr. Chairman, before the president speaks, I see 
that the Dean of the Law School is also here. Dean Douglas; and 
we want to thank him, too, for this program. 

STATEMENT OF ROBERT J, TERRY, PRESIDENT, TEXAS 
SOUTHERN UNIVERSITY 

Mr. Terry. Thank you, Mr. Chairman, and good morning. « 

I am Robert J. Terry, president of Texas Southern University. I 
am a biomedical scientist. I am honored to welcome the US House 
of Representatives Subcommittee on Health and the Environment 
to our campus. I believe it is especially fitting that these hearings 
focusing on AIDS and its impact upon minorities are being held in 
the Thurgood Marshall School of Law. 

While AIDS is a major medical and social problem, effecting 
American society in general, it is especially devastating to minority 
communities, women and children. The following statistics are pro- 
vided by the Centers for Disease Control in the United States. In 
the United States, Black people make up a disproportionate 
number of persons with AIDS. Tliirty-eight percent of all of those 
with AIDS in the United States are minorities. And 87 percent of 
women with AIDS are women of color. Ninety-one percent of all 
children with AIDS are non-white. And 60 percent of those with 
AIDS in Newark, New Jersey are heterosexual Black people. In 
Washington, E)C, 50 percent of those who have AIDS are non-white 
heterosexuals. And in New York City, nearly one-half of the AIDS 
cases are heterosexual and 80 percent of these are Black or Hispan- 
ic. 

Most heterost^ually infected persons with AIDS in the United 
States have been Black or Hispanic women. Heterosexual women 
who are not drug abusers have the highest rate of increase than 
any group. As a special purpose institution of higher education, 
Texas Southern University is an appropriate site for these hear- 
ings. The Thurgood Marshall School of Law is one of the leading 
non-medical institutions in the country that is devoting its atten- 
tion to AnDS and its impact upon people of color. 

The Houston Mayor's Task Force on AIDS, the AIDS Foundation 
in Houston, the Texas Human Rights Foundation and the Associa- 
tion of American Law School's Section Dealing with AIDS have all 
had the benefit of our law faculty input. Our Law Library has one 
of the most complete collection of ^IDS' discrimination materials 
and we have the most complete AIDS' clipping service in the city. 

In addition, our law faculty was instrumental in coi^unction 
with the Clark Reed Foundation in setting up the AIDS Legal Hot- 
line which provides legal assistance to persons being illegally dis- 
criminated because of AIDS and AIDS-related complex, or HIV se- 
rially positive status. 

In September, the Law School will host a national conference on 
AIDS, Minorities and the Law, which will convene legal experts 
from throughout the country to discuss the major legal issues AIDS 
presents. 

I believe the reception you have received this morning from the 
administration, from the faculty and student body is testimony to 
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the cedication of our institution in insuring that the special prob- 
lems tliat AIDS poses to people of cobr are adequately addressed. 

I again welcome you and wish the hearings a success. Thank you 
very much. 

Mr. Waxman. Than* '^ou very much, Dr. Terry. 

I want to thank you very much, again, for having us here. Our 
subcommittee has been the most active iv dealing with the AIDS 
crisis in the Congress. We have held a number of hearings. And 
this is the second hearing outside of Washington. The first was in 
Los Angeles in 1981 when we did not even know the word, "AIDS." 
We had first received reports of a disease called Kaposi's Sarcoma, 
which is a rare form of cancer. And, suddenly, it was occurring 
among gay men in the United States in very small numbers. 

Well, now, after all of these years, we have discovered AIDS. V/e 
have seen over 30,000 Americans come down with AIDS. We have 
seen the statistics of the number of people that will get this disease 
in the coming years, which is very, very frightening, indeed. And, 
as we look at the statistics for Houston, they are among the most 
frightening. 

As of April 13, Texas had the fourth highest number of cases in 
the country, behind New York, Ceilifornia and Florida. Total cases 
were 2,142. Also, as of April 13, Houston had the fourth highest 
number of cases among cities in the United States. And we realize 
that the problems here are going to be the kind of problems that 
other cities, unfortunately, will go through in the years ahead. So, 
we want to learn what we can from the experience here in Texas 
with all those people who have AIDS and with special emphasis on 
special groups, minority groups, particularly, that are afflicted and 
how, how they ought to be handled in ways that will be more sensi- 
tive to the ditterences in the population. 

I thank you very much for greeting us and for hosting us. 

To give us a background about the AIDS disease, I would like to 
call forward to testify as a panel: Dr. J. Michael Lane, Director, 
Center for Prevention Services, Centers for Disease Control, Atlan- 
ta, GA; Dr. Mathilde Krim, Associate Research Scientist, St. 
Luke's-Roosevelt Hospital Center and Columbia University, and 
Foundir.g Chair of the American Foundation for AIDS Research; 
and Dr. James Haughton, Director, City of Houston Department of 
Health and Human Services, If the three of you would please come 
forward in these seats where there are microphones. 

We are pleased to welcome the three of you to this hearing, 
today. We nave prepared statements that you presented to us and 
those prepared stateme^its will be made part of the record, in full: 
but what we '.vQuid like to ask you and all other witnesses today is 
to try to summarize your testimony in no more than 5 minutes. We 
v/ill have to try to ask everyone's cooperation. As difficult as it is 
sometimes to say all that you want 'jo say in 5 minutes, but for us 
to have the full opportunity for questions and answers and to hear 
all of the witnesses and to keep with all the schedules that we are 
trjring to juggle today. 

So, we are going to use a timer which will ring at the end of 5 
minutes to let you know that the time has expired and we would 
like to ask at that point that the witnesses give us a summary sen- 
tence and conclude. 
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Why do we not start with Dr. Lane, we might. 

STATEMENTS OF J. MICHAEL LANE, DIRECTOR, CENTER FOR 
PREVENTION SERVICES, CENTERS FOR DISEASE CONTROL, 
PUBLIC HEALTH SERVICE, DEPARTMENT OF HEALTH AND 
HUMAN SERVICES; MATHILDE KRIM, ASSOCIATE RESEARCH 
SCIENTIST, ST. LUKE'S-ROOSEVELT HOSPITAL CENTER AND 
COLUMBIA UNIVERSITY, AND FOUNDING CHAIRWOMAN, AMER- 
ICAN FOUNDATION FOR AIDS RESEARCH; AND JAMES G. 
HAUGHTON, DIRECTOR, CITY OF HOUSTON DEPARTMENT OF 
HEALTH AND HUMAN SERVICES 

Mr. Lane. Thank you, Mr. Chairman. I am Dr. J. Michael Lane, 
Director of the Center for Prevention Services at CDC. And I am 
pleased to represent CDC at this hearing. 

AIDS., as you know, is the Nation's No. 1 public health problem, 
with nearly 35,000 cases and nearly 20,000 deaths having been re- 
ported since 1981. The largest number of cases have been concen- 
trated in certain areas such as New York, San Francisco, Los An- 
geles, here in Houston, and Miami. But AIDS has been represented 
in every State in the Union. In 1985, AIDS became No. 11 leading 
cause of potential years of life lost before the age of 65 and provi- 
sional data indicate that in 1986, it moved np to the eighth spot. 

Blacks and Hispanics are being disproportionately affected by 
this epidemic. Of the more than 34,000 cases of AIDS reported to 
CDC as of April 20, 24 percent were Black and 14 percent Hispan- 
ics, whereas these groups represent only 12 and 6 percent, i ispec- 
tively, of the U.S. population. 

Even more racial differences are seen for certain groups of AIDS 
patients. For examples. Blacks and Hispanics account for 72 per- 
cent of all heterosexual adults with AIDS and 79 percent of all 
children with AIDS. Approximately two-thirds of Black and His- 
panic AIDS patients are residents of New York State, New Jersey 
and Florida. 

The great majority of adults with AIDS can be placed in one or 
more transmission categories: homosexual and bisexual men, intra- 
venous c'rug abusers, hemophilia patients, transfusion recipients 
and the heterosexual partners of persons in these groups, slacks 
and are over-represented in all of these categories except for hemo- 
philiacs. Particularly effected are Black and Hispanics IV drug 
abusers, their sexual partners and children. 

There are no studies that suggests that Blacks or Hispanics are 
physiologically more susceptible thm whites to infection with the 
AIDS virus or to the development of AIDS once infected. As with 
other public health problems, there are undoubtedly many socio- 
economic and other factors that influence the incidence of AIDS. 
For example, increased rates of AIDS in Bla^'ks and Hispanics 
probably reflect behaviors that place them at increased risk for 
AIDS virus infection. Some of the differences in the national rates 
of AIDS between minorities and whit^ may also be a reflection of 
the racial and ethnic distribution of high AIDS incidence areas. 

I would like now to touch on some of tho things that we are 
doing or will be doing at CDC to address this important problem. 
Our major efforts to prevent and control AIDS in minority popula- 
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tions are found in the health education/risk reduction aspects of 
the prevent projects that we have been funding in all States, terri- 
tories and selected metropolitan area^. In these 55 programs al- 
ready underway, 15 have activities aimed at their Hispanic popula- 
tions and 21 have targeted the infon ^tion and education services 
to the Black communities. 

We recently published new guidelines governing the criteria for 
continuation of these projects. We established a requirement that 
applicants State and local health departments must recognize in 
their applications the problem of AIDS minorities and describe 
education and outreach plans designed to reach persons at risk in 
minority communities. Of the 58 cooperative agreements recently 
received for AIDS prevention support, the overwhelming majority 
indicated plans to provide a minority health component in their 
AIDS health education/jtlsk reduction efforts. 

The Public Health Services, through its AIDS Executive Task 
Force, coordinates the AIDS prevention and control efforts of the 
operating agencies, including CDC. The Director of the Office of 
Minority Health is a member of that task force. I mig' add that 
there is also a person at CDC whose sole responsibility is .elated to 
the problem of AIDS and minorities. 

The CDC has funded and will continue to support innovative 
AIDS risk reduction projects with Narcotic and Drug Research, In- 
corporated of New York City and Beth Israel Medical Center in the 
same locality. These projects are targeted to minorities and will 
test prevention techniques among drug abusers. 

The CDC also supports a three-part AIDS Community-based 
Demonstration Project in the New York City area which is focus- 
ing on AIDS prevention among street addicts, condom usage among 
women in areas with high prevalence of both AIDS and drug 
abuse, and prevention of infection among couples when one partner 
is on methadone maintenance. This project focuses on changing be- 
haviors that are found to a greater degree in minority populations. 
Projects in Hiicago and in Lonjg Beach, California, also have com- 
ponents wli..^h focus on minorities. 

The CDC :vill soon announce the availability of funds for one to 
three pilot demonstration projects to prevent the perinatal trans- 
mission of AIDS virus infection. Nearly 90 percent of children who 
have acquired AIDS through perinatal transmission are Black or 
Hispanic. Therefore, these projects will focus on individuals from 
minority communities and particularly on people who use IV drugs 
or who are the spouses or sexual partners of drug abusers. 

Additionally, backstopping all of these efforts, is the AIDS Infor- 
mation/Education Plan to prevent and control AIDS in the United 
States. Mr. Chairman, I know you know of this plan and I am 
simpl: going to allude to it for the record. 

We realize that the problem of AIDS in minority communities 
will require some additional targeted efforts. This summer, on 
behalf of the Public Health Service, CDC will hold a national con- 
ference to solicit the advice and assistance of experts from minority 
organizations across the Nation to address the problem of AIDS in 
minority populations. This conference is tentatively scheduled for 
August 1987 to take maximum advantage of the information that 
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can be shared and we hope this conference will help us in develop- 
ing policy for the future. Thank you, sir, 

[Testimony resumes on p, 77.] 

[The statement of Mr. Lane and attachment follow:] 
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STATEMENT OF 



J. MICHAEL LANE, M.D., M.P.H. 



DIRECTOR 



CENTER FOR PREVENTION SERVICES 



CENTERS FOR DISEASE CONTROL 



PUBLIC HEALTH SERVICE 



..S. DEPARTMENT OF HEALTH AN" HUMAN SERVICES 



Mr. Chalrr^n, I am j, Michael Lane, Director of the Center for Prevention 
Servlcea, Centers for Dlaeaae Control (CDC). I aa pleased to represent CDC In 
addreaalng the Issue of AIDS In minorities. 

AIDS Is the Nation 'a number one public health problem with 34,513 casea and 
19,938 deatha having been reported alnce 1981. To date, the largeat number of 
caaea have been concentrated In certain areaa auch aa Ncv York City, San 
Franclaco, Loa Angelea, Houaton, and Miami. But AIDS la alao a national 
problem, with caaea having been reported In every State of the Union. In 
1983, AIDS became the eleventh leading cause of potential years of life lost 
before the age of 65, an:: provlslonsl data Indicate that In 1986 It moved up 
to the eighth spot. 

Although there does not appear, baned on data currently available, to be a 
phyalologlcal b#'ls for a higher Incidence of AIDS In minorltlea, there la no 
doubt that blacks and Ulspanlcs are being disproportionately affected by this 
epidemic. Of the 34,513 AIDS patlenta reported f the CDC as of April 20, 
1987, 2UX were black and HX were Hlapanlc, whereas theae groups represent 
only 12% and 6Z, respectively, of the U.S. population. An additional IZ of 
cases occurred In other minority groups and In Individuals of unknown race. 
The overall cumulative Incldencea for AIDS In black and Hlapanlc adults - that 
Is, the number of caaea per million population In theae racial/ethnic groupa - 
are three times thst for white non-Hlspanlc persona. 

Even more marked racial differences are se^n for certain groups of MDS 
patients. For example, blacks and Hlspanlcs account for 72% of all 
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heterosexual adulta with AIDS, and 79Z of all children with AIDS. 
Approxlnately 2/3 of black and Hispanic AIDS patients are residents of New 
York State, New Jersey, and Florida as compared with only 1/3 of white 
patients. 

At you know, the great majority of adulta with AIDS can be placed In one or 
more traoamlaalon categories.: honoaexual and bisexual aen, Intravenoua (IV) 
drug abusers, heaK)p''lla patlenta, tranafuslon r^clplerta, and the 
heteroaexual partners of persons In these groups. Blacka and Ulspanlca are 
overrepreeente ) In all of these c •qorles, except for the category of 
heaophllla patients. Particularly affected are black and Hispanic IV drug 
abuaera, their sexual partners, and their children. It Is also of note that 
In male AIDS patients who have had aexual contact with other men, black and 
Hlapanlc men are more likely to be blaexual than white men, most of whom are 
exclusively homosexual. These bisexual men can Infect their female aexual 
partners with the AIDS vl' \s and. In turn, these woden can Infect their 
newborrt children. 

The data I have presented thus far deal only with reported AIDS cases. 
However, almilar results are seen when we examine data oa the prevalence 
Infection with the AIDS virus In certain population groupa. Again, blacka and 
Hlapanlca are disproportionately affected. For example, the U.S. Department 
of Defense has tested over 700,000 iallltai.y recruit applicants for evidence of 
AIDS vlrue Infection. Rates of Infection In black and Hispanic applicants 
have been 3 and 3 ^lmes the rate In whUe applicants, respectively. Even more 
strlklng^ are' racial differences In Infection rates seen for voluntee*' ^lood 
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doDors. In a study CDC has conducted with American Red Cross Chapters In Los 
Angeles, Atlanta, and Maryland, Infection rates In black and Hispanic donors 
were 15 and 5 times the rate In white donors, respectively. Ait'.ough neither 
ollltary recruit applicants nor volunteer blood donors represent the general 
population, these data support our belief that A^DS virus Infection Is nore 
coonon In blacks and Hlspanlcs than whites. 

As I isentloned earlier, there are no studies that suggest blacks or Hlspaalcs 
are physiologically dore susceptible than whites to Infection with the AID3 
virus or to the development of AIDS once Infected. As with other public 
health probleos, there are undoubtedly many socioeconomic and other factors 
that Influence the Incidence of AIDS. For example, Increased rates of AIDS In 
blacks and Hlspanlcs probably reflect behaviors that place them ^t Increased 
risk for AIDS virus Infection. Blacks and Hlspanlcs may have higher rates of 
IV drug abuse than other persons. In a survey of herola abuse treatment 
facilities conducted by the National Institute of Drug Abuse (NIDA) In 1981, 
6JZ of clients were black or Hispanic. In proportion to their numbers in the 
population, blacks and Hlspanlcs were 9 and 8 times more likely, respectively, 
to be clients than whites. Some of the difference In the national rates of 
AIDS between minorities and whites may also be a reflection of the racial and 
elhnlc distribution In high AIDS Incidence areas. 

Even within AIDS risk groups, blacks and Hlspanlcs mav be at Increased risk. 
In three separate studies of AIDS virus Infection In IV drug abusers. 
Infection rates were approximately three times higher In blacks and Hlspanlcs 
than In whites. Although the reasons for the difference are unclear, one 
possible explanation could be that persons tend to share needles with members 
of their own racial/ethnic '^rott'S* Socioeconomic factors also contribute to 
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neftdle-«h«rlng These factors would lead to the non-uniform spread of the 
AIDS virus •iMMg IV drug abubers. 

I vould like now to share with you sone of the things we are doing or will bo 
doing at CDC to address this inportant problea. Our major efforts to prevent 
and control AIDS in minority populations are found in the health education/ 
risk reduction sspects of the prevention projects that we have been funding in 
55 States, territories, snd selected metropolitan areas. In these programs 
already underway, 15 have activities aimed at their Hispanic populstiona and 
21 have targeted information and education services to blsck comomnities . 
Most of these activitiea to date have focused on fully identifying the AIDS 
problem in each locality, including an assessment of the extent of 
needle-sharing locally. Data suggeat that needle-sharing practices vary 
remarkably around the country, and may be a reasonable predictor of the 
potential for infection among IV drug users. Survey results will guide esch 
coHDunity's AIDS education strategy. 

Ve recently published new guidelines governing the criteria for continuation 
of these projects. We estsblished a requirement thac applicants — State and 
local health departoents — must recognise in their spplicstions the problem of 
AlDf in minorities and describe aducation <«pd outreach plana designed to reach 
persons s risk in minority coBMunities. Of the 58 cooperative agreementa 
recently received for AIDS prevention support, the overwhelming majority 
indicated plans to provide a minority health component in their AIDS health 
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education /risk reduction activities. Those vlio did not will be receiving 
assistance from CDC in developing a minority component. Some specific 
examplet of the approaches being used might be of interest. Baltimore and 



New Jersey are uaing ex-addicts to reach minority street addicts. 
Additionally they will hire a full-time health educator to focus on minorities 
.and will enter into a contract with the Haitian Council to provide health 
education/risk reduction mesaages to thia important minority group. Ohio 
included black community leadera in planning and delivery of health 
education/risk reduction messages. Michigan incluled a complete ser of 
measurable objectives targeted co their minority populations. Geor;;ia has 
entered into a contract with the Morehouse School of Medicine to provide 
educational seminars for the minority community. Philadelphia will contract 
with BEBA^HI (Blacks Educating Blacks About Sexual Health Issues) ro target 
testing to the black community and to provide training for black community 
educators. Los Angeles County has funded two Hispanic organizations to 
provide family-oriented AIDS education and raiae AIDS awareness among Hispanic 
youth. 

AIDS Prevention Programs must work closely with the organized segments of the 
minority connunities and develop plans which have the minorities themselves 
delivering most of the information and meaaages regarding AIDS risk reduction 
through appropriate messages concerning abatinence and aafer sex, through .^rug 
abuse counseling, and through serologic testing for the presence of HIV 
infection. CDC is coiraunicating this message to the States. This aspect of 
the program will more fully mature during FY 1987 as the dimensions of the 
problem become known, and relationships with minority community organizations 
become stronger. 
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The Public Health Service, through It* AIDS Executive Task Force, coordinates 
the prevention and control efforts of the operating agenclea. The Director of 
the Office of Minority Heal la a fflember of that Taak Force. Effective AIDS 
education la critical, but It nuat complencnt efforts to atop drug abuae 
altogether. To ensure that close coonunlcatlona are maintained between the 
CDC and NIDA to coordinate their AIDS control efforta, our agenclea have 
entered Into a fonal agreement. NIDA has taken major responsibility for 
actlvltlea to control the spread of HIV by iocuslng on Incresslng recruitment 
of IV drug abusera Into treatment and educating IV drug abusers regarding AIDS 
risk reduction. The CDC focus Is on ensuring that Ita grantees provide an 
appropriate array of educational and public health outreach aervlcea for 
minorities. Both agencies are pursuing practical reaearch to get risk 
reduction messages acroaa to Individuals In the minority communities > 

CDC has Identified an Individual within Ita newly eatabllshed Office of the 
Deputy Director for AIDS to serve ss liaison with NIDA, and NIDA haa a 
comparable position. I might sdd thst there la alao a person at CDC whoae 
sole re8»H)nslMllty Is related to the problem of AIDS In mlnorltlea. 
Additionally, CuC staff rer ->nslble for trslnlng personnel In the Ststea sbout 
HIV antibody test counseling have ir talned communlcatlona with the NIDA 
Community Research Branch which la coordinating similar training for 
counselors who work In drug abuse treatment fscllltles. 

CDC hAs funded and will continue to support Innovative AIDS Risk Reduction 
projects with Narcotic and Drug Research, Inc., of New York City and Beth 
Israel Medical Center In the same locality. These projects are targeted to 
minorities aud wll) test prevention techniques among drug abusera. 
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CI)C dco «upport« « three-pert AIDS Covunlty-b««ed Deaonatratlon Project In 
tha New York City eras which 1« focualng on AIDS prevention aaong «treet 
addicts, Condon uaage aaong woaen In ^T^^^ with high prevalence of both AIDS 
and drug abuae, and prevention of Infection aaong couplea whan one partner la 
on Methadone nalntenanca. Thla project focuaea on changing behavlora that are 
found to a greater degree In alnorlty populiitlona. Projccta In Chicago and 
Long Baach alao have cooponenta which focua on nlnoritlea. 

CDC will aeon announce the availability of funda for 1 to 3 pilot 
deaonatration projecta to prevent the perinatal transniadion of AIDS virus 
infection. Aa I pointed out earlier, nearly SOX of childrtn who have ccqulred 
AIDS through perinatal tranamiasion are black or Hlapanic. Therefore, theae 
projecta will fn'-.us on individuala from ndnorlty conaunitiea, and particularly 
on people who uae IV druga or who are the apousea or aexual partners of auch 
peraona. These pilot projects will probahly occur in areas with a high 
ewrbidlty of AIDS in children. The Intention is to develop data to better 
understsnd the problem and s methodology for preventing perinatal AIDS which 
csn be used to refine sn<l improve programs across the country. 

This year CDC la initiating an AIDS achool health program. The program la a 
mix of technical and financial aaalatance to existing education agenclea and 
organizationa. deaigned to help achool and college-aged youth .^^ceive 
information about Ams and how to prevent infection with the vlrua. CDC will 
be funding cooperative agreements with «bout 10 State education agencies and 
12 locsl education agencies in Stdteb and cities that have reported high 
number^ of cases of AIDS. These projecta also r-jquire apecial attention in 
meeting minority health education needs. 




hnimiiirTirrTnaaiia 




70 



-8- 

Ue will «lco provide funds to three local education agencies end one State 
agency to eatabliah training and demonatration centera for aaaiating other 
Statfe and local educ£tion agencies in the eatabliahment of effective and 
appropriate AIDS educational atrategiea. Among other thinga, theae centers 
will addreas how to ivpleaent effective AIDS education with conaideration of 
cultural differencea. 

To reinforce the State and local efforta, tvo cooperative agreeaenta will be 
eatabliahed with national minority organisations to help increase the 
accessibility and effectiveness of AIDS education. We hope that these 
orgsnizstions will be able to influence the nlnority coomnity and especially 
^hoae organizations that serve the Interest and educational needs of Blsck and 
Hispsnic youth« 

Additionslly, backstopping all of these efforts is the AIDS 
Infonsat ion/Education Plan to Prevent and Control AIDS in the U.S. A copy of 
thia Plan will be provided for the record. Included in the Plan is the 
nstionsl public inforaation campaign that la being developed, which will have 
minority aspects, and the national Clearinghouae ayatem which ia under 
development. Thia latter activity ia an effort to eatabliah u network of 
exiating AIDS Clearinghouses, snd to provide a mechanism for effectively 
channeling information to the public through State and local organizrtiona. 
One aspect of the project will be the identification of culturally sensitive 
materials that can be uaed for reaching minority populationr 
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However, we realize that the problem of AIDS In minority population* will 
require coae apeclcl targeted efforta. Thla auMer on behalf of the Public 
Health Service, CDC will hoat a national conference to aollclt the advice and 
aaalatance of experta from minority organlzatlona acroaa the Nation to addreaa 
the problem of AIDS In minority populatlona. Thla conference la tentatively 
acheduled for Auguat 1987 to take maximum advantage of the Information which 
will be ahared at the Third International Conference on AIDS during June In 
Vaahlngton, D.C. The conference on AIDS among minority populatlona la being 
designed to ralae the awareneaa of Federal, State and local health education 
and drug abuae agenclea that aerve the needa and Intereata of minority 
poptilatlons about (1) the extent of AIDS and HIV '.nfectlon, and (2) the 
prevalence of and factora Influencing behavlora that Increaae the rlak of ATDS 
and HIV Infection among minority populatlona. It will Include dlacuaalona of 
actlona that ahould be taken by Federal, State and local health education and 
drug abuae agenclea, as well aa organlzatlona that aerve minority populatlona 
to help reduce the spread of HIV Infection among those populatlona. Through 
thla meeting, we hope that leadera In the minority coMunlty will become more 
aware of programs and reaourcea that are currently available, that groundwork 
can be laid for more effective Involvement of minority organlzatlona In State 
and local AIDS prevention efforta, and lastly that we will gain new Inalghta 
Into how to aaslst minority Individuals who sre st risk of becoming Infected. 

I will b€ happy to answer any questions you may have. 
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Mr. \»aaMAN. Thank you very much, Dr. Lane. 
Dr. Krim. 

STATEMENT OF MATHILDE KRIM 

Ms. Krim. Mr. Chairman, Congressman Leland. 

What is frightening about AIDS is the deadly nature of the dis 
ease of the disease, the fact that it is transmissible, that it i^ 
spreading now, including in the heterosexual community, in fact 
where it spreads now at a faster rate than among the previously 
identified high-risk groups, and that there is no end in sight to the 
epidemic. 

To me, in addition, what is frightening is the quality of informa- 
tion the public has about this sitUc*.ion, which is appalling. And 
this applies to every type of public. 

AIDS, the public should understand, is a result of a slow, pro- 
gressive and relentless deterioration of the natural immune de- 
fense system caused by a viral infection. The virus that causes 
AIDS is called the Human Immune Deficiency Virus, or HIV. The 
HIV does not kill directly. What kills is a variety of other infec- 
tions and cancers to which HIV infected persons progressively lose 
their resistance and that medicine cannot treat effectively. 

The HIV infection is for life, once acquired. The human body 
does not develop resistance to HIV. The HIV is treacherous be- 
cause it does not cause symptoms immediately. There is a very 
long incubation period, one that can last many years between infec- 
tion and the occurrence of clinical symptoms. 

Since HIV is mainly transmitted sexually in the natural course 
of things, it is transmitted usually between people who appear 
healthy and are usually unsuspecting of having been at risk or 
having become infected. People who transmit HIV can be gay or 
straight, can be young or old, and can be of any race. 

In New York, we are suffering a grievous epidemic of HIV infec- 
tion and AIDS. In Houston, that is already the fourth city in the 
Nation in this epidemic, as w£is pointed out earlier, can expect to 
experience what New York City is experiencing now, unless it acts 
locally, rapidly and energetically. 

The HIV was introduced probably in New York among the gay 
community in the early or midseventies. Because it did not cause 
disease and nobody was aware of this virus, or AIDS to come sever- 
al years ^f»ter, nothing was done about the spr^'^ding infection, of 
course. And by 1981, when the first cases of AIDS occurred, we had 
already 30 to 50 percent of individuals in the gay community who 
were infected. 

In 1983, we knew that AIDS was not a gay disease and we did 
not act on this information. In 1984, we knew the existence of the 
causative virus, and we still did not act effectively by warning the 
people at risk. We forgot that the so-called high-risk groups includ- 
ed also bisexuals and drug abusers. And these transmitted the in- 
fection into the larger heterosexual population. 

Now, in 1987, 40 percent of all cases of AIDS in New York occur 
among heterosexuals. Ten percent of the cases occur among 
women. AIDS is the greatest killer of all women between the ages 



ERLC 



78 



of 25 and 29 years of age i. New York. And we have hundreds of 
sick children. 

Dr. Joseph, our Cominissioner of ' lealth, expect the birth of over 
800 babies with HIV infection in 1987 alone, and he has stated that 
we have half a million people infected with HIV virus. 

The screening of military recruits done by the Army has re- 
vealed that in the general population in Manhattan, between the 
ages of 17 and 25, 1 in 100 is infected. And, if minority group 
people are selected out among Army recruits, the rate of infection 
is 1 in 50. 

Minorities, as we heard already, are much over-represented 
among aP groups affected by HIV infection or AIDS. Taarly 50 per- 
cent of all cases of AIDS in New York occur among minorities. Sev- 
enty-five percent of all women with AIDS are minority group 
women. And 90 percent of all children with AIDS are minority 
group children. 

And what is the fate of HIV-infected people? We used to uelieve 
that only 10 or 20 or 30 percent of them would develop disease. We 
now know over the last few months, we have learned that after 6 
years, over 50 percent of HIV-infected people develop serious clini- 
cal symptoms. \nd because the rates at which infected people 
become sick each year has remained stable has not decreased yet it 
is quite possible that after 10 or 15 years, 100 perrsnt of all people 
will become sick. 

There is a silver lining in the AIDS clouds. And this is that there 
is no casual transmission and that research will certainly be able 
to do something and bring control of the epidemic with treatment 
or a vaccine within 5 to 10 years. There is a r^ce going on between 
research an ' virus spread at ' ^ time, and we are at a very impor- 
tant crossroads. 

We have a colle»^tive the collective means we have are economic 
resources and solia information on how the AIDS virus spreads. In- 
dividually, we have the capacity to understand this information if 
it is made available, and we have the capability to exercise self-con- 
trol over our own sexual behavior. 

The job of educating and changing peopleV. ways can be done, as 
we have learned, from the self-help organ i/mions in the gay com- 
munity thai have demonscrated that it can be done. There are no 
countless people in institutions that stand ready to undertake the 
enormous educational and counseling job that must be done. They 
must be given the resources to do It. We do have a chance in this 
country to slow and perhaps even halt the spread of AIDS through 
education, first, ' d through the fruits of resea'-'^h later. Our chil- 
dren will justly hold us accountable and will not forgive us if we do 
not do the job. Thank you. 

Mr. Waxma.;. Thank you very much, Dr. Krim. 

Dr. Haughton. 

STATEMENT OF JAMFS G. WAIJGIITON 

Mr. Hai^ghton. Thank you for the opportunity to add: ess you 
todu J think you 'vill find that my perspective on the problem is 
slightly different than my colleagues. 
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The AIDS is a serious problem. It is not the only health problem 
m Houston: and, therefore, as director of Public Health of this city, 
It has been my responsibility to help keep some perspective on the 
problem. 

The 1,135 cases in the Houston AIDS registry include all report- 
ed cases diagnosed from January 1 of 1980 through April 6 of this 
year among residents of the Houston Standard Metropolitan Statis- 
tical Area. That area includes all of Harris County, Montgomery 
County, x ort Bend, Brazoria, Liberty and Waller Counties. Al- 
though cases have been reported from each of these counties, 
Harris County residents account for 95 percent of the total, and 
Houston residents account for 85 percent of the total of the SMSA 
cases. 

Comparisons of the current national statistics on AIDS with 
those for Houston reveal some interesting differences. And I have 
provided you with a chart there that shows th^se differences. 
Transmission categories, in both cases, in both case series are as- 
signed according to a nationally standardized system in which, 
when there is a cast with multiple characteristics, the case is only 
counted in one of the transmission categories. 

Now, nationally, the largest transmission category is "Homosex- 
ual and Bisexual Miles," which represents 64.2 percent of cases 
throughout the United States, but 83 percent in Houston. National- 
ly, the "Intravenous Drug User" category is second largest trans- 
mission category accounting for 17 percent. In Houston, it is 1.7 
percent. Houston's second largest transmission category is "Homo- 
sexual and Bisexual Male and IV Drug User," which is a -ecently 
instituted category by CDC and is intended to reflect more accurate 
the risk status of cases who were previously classified only az ho- 
mosexual or bisexual male. That group represents 10 percent of all 
Houston cases and IVz percent nationwide. 

The picture that emerges from these comparisons is one in which 
IV drug use plays a much larger role in the transmission of AIDS 
nationwide than it does in Houston. Upon examination of regional 
statistics, however, it becomes apparent that IV Jx ug use as a soli- 
tary factor IS geographically specific. Approximately 75 percent of 
r xV'^' .4^^ ^^^^ attributed to IV drug use come from the States 
of New York and New Jersey. If New York and New Jersey cases 
are excluded, the percentage of all other U.S. AIDS cases attributa- 
ble to IV drug use drops from 17 percent to 4.1 percent. Therefore, 
4.1 percent seems to be a more accurate description of the contribu- 
tion of IV drug use to AIDS in areas of the country other than 
New York and New Jersey. Even after this adjustment, the Hous- 
ton value of 1.7 percent ^ : stiil substantially less than this amended 
National average. 

A notable characteristic of the Houston registry is the absence c 
confirmed cases attributable to hemophilia where there are 313 
cases in the national registry and none in the City of Houston. 

Houston cases also differ from the U.S. cases with respect to sev- 
eral demographic c acteristics. The Houston cases tend to be 
youjiger, and to consist of a larger percentage of w' les an ' lales 
thar the National cases. Both have a high percentage of cases con- 
centrated in the ' -49 age range: but in Houston 79 percent are 
under 40, while nationally, it is 69 percent that are under 40 In 
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the U.S. registry, 60 percent of cases are white, 25 percent are 
Black, and 14 percent are Hispanics and 1 percent are categorized 
as "Other" or "Unknown." This leads to the conclusion that Blacks 
and Hispanics are over-represented among AIDS rases in the 
United States. 

Li the Houston registry, by comparison, 79 percent of cases are 
white, 11 percent are Black, 10 percent are Hispanics and less than 
1 percent are characterized as "Other," while in the general popu- 
lation of Houston, 50 percent of the population is white, 27 percent 
are Black and 20 percent are Hispanics. Minorities are therefore 
under-represented among AIDS cases in Houston. In Houston, 98 
percent of the cases are males, compared to 93 percent nationally. 

Although the CDC no longer requests the investigation of trans- 
fusion-associated cases, we still have guidelines from the Texas De- 
partment of Health. And we still identify those cases. Since the 
Houston AIDS surveillance began, 29 transmission-associated cases 
have been investigated by our Bureau of Epidemiology. All of those 
cases had their beginning prior to the use of the HIV antibody test. 

There are only eight pediatric cases confirmed in the City of 
Houston, four of which are white, three are Black and one is His- 
panic. This is in contrast to the U. S. pediatric cases where the ma- 
jority of the pediatric cases, more than 50 p rcent are Black. Five 
of our pediatric cases acquired their infection from the parents who 
were at risk of AIDS. 

There are other areas of controversy within the subject of AIDS, 
but I have covered them quite thoroughly in the paper I have pre- 
sented to you and will not take the time to repeat them now. 
Thank you. 

[Testimony resumes on p. 120.] 

[The statement of Mr. Haughton follows:] 



ERIC 

hnimiiirTirrTnaaiia 



8; 



81 



state:ient of jAirns c. haugiito'i 

AIDS IN HOUSTON, April 1987 

Acquired Immune Deficiency Syndrcme (AIDS) was recoanized as 
disease entity in Los Angeles and New York City i the summer of 1981. 
Recognition of the disease, as well as the oisease itself, is now 
widespread. In the united St^t^oR, additional cases first appeared in other 
large metropolitan areas, but now every state has r^^orted AIDS cases to the 
Centers for Disease Control (CDC) . 

Although Houston was not among the first group of cities to recognize a 
cluster of cases in 1981, Houston currently has the fourth largest number of 
confirmed cases. Given the current number of cases reported (April 6, 1987) 
by New York City (9,382), San Francisco (3,309), cod Los Angeles (2,917), 
Houston is a distant fourth in this ranking with 1,135 cases. This, however, 
is still ari onerous distinction. 

The 1,135 cases in the Houston AIDS registry include all reported cases 
diagnosed from January 1, 1980 through April 6, 1987 among residents of the 
Houston Standard Metropolitan Statistical Area (SHSA) . The Houston SMSA is 
comprised of the city of Houston, the remaining areas of Harris County and 
Montgomery, t.rt Bend, Brazoria, Liberty, and Wallet counties. Alt' wugh cases 
have been reported from each county in the SMSA, Harris County residents 
account for 95% of the total. Houston residents, account for 85% of all the 
SMSA cases. 

Comparisons of th' current national statistics on AIDS (April 6, 1987) 
with those for Houston reveal some interesting differences. Transmissi:»n 
categcries in botii case series are assigned according to a nationally 
standardized system, which lists risk factors hierar ^*cally. Cases having 
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multiple characteristics are counted only m the transmission category with 
greater importance as indicated by its position in the hierarchy. (See Table 
1.) Nationally, the largest t'-ansmissio.i category is "Bomosexual/Bisexuax 
Male", which represents 64.2% of other U*S* cases and 83*1% ot Houston 
cases. Nationally, the "intrave.ious (IV) Drug User" category is the second 
largest transmission category accountina for 17.0% of cases. However, only 
1.7% oc all Houston cases fall into thi£. category, making it the third largest 
category in douso^n. Houston's second largest transmission category is 
"Homodexual/Bisex-jal Hale and IV Drug user". The CDC only recently instituted 
this category. It is intended to reflect more accurately the ri- status of 
cases who were previously classified m the homosexual/bisexual transmission 
group, but who also use IV drugs. They represent 10.0% of all Houston cases 
and 7.5% of cases elsewhere. 

The picture that emerges from these conparisons i3 one in which IV drug 
use plays a much larger role in the transmission of AT i nationwide than it 
does in Houston. Upon examination of regional statistics, however, it becomes 
apparent that IV drug use as a solita' actor is geographically specific. 
Approximately 75% of all u.S. cases attributed to IV drug U3e come from 

the states of New York and Kew Jersey. If New York aiid New Jersey cases are 
excluded, the percentage of all other U.S AIDS cases attributable to IV drug 
use drops fron 17.0% to 4.1%. Therefore, 4.1% seems to be a more accurate 
description of the contribution of IV drug use to AIDS in areas of the country 
other than New York or New Jersey. Even after tnis adjustment the Houston 
value of 1.7% is still substantially less than this amended national average. 

A limited number of local cases have been classified in the transmission 
categories "Heterosexual Cases", "Transfusion Recipient", and "Parent at Risk 
for AIDS". Each of these risk groups constitute a smaller pt.rcentage of the 
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Houston cases than they do nationally. A notable characteristic of the 
Houston registry is the absence of confirmed cases attributable to hemophilia 
while there are 313 cases (1%) in the national registry. Although the Bureau 
of Epideaiology has received several reports of suspect cases among 
henophiliacs, none of these have met the CDC case definition. 

The percentage of cases without an apparent risk factor is often seized 
upon by thoie who ik? w to argue that we do not Know al^ the means of 
transmission. Houston's experience is similar to the national with 3.2% among 
other U.S. cases and 2.5% (29 cases, atong Houston cases. Of the 29 Houston 
casesr twelve have been interviewed and found to have no established risk 
factors* nine died before interview, three refused a detailed interview, one 
was lost to follow-up, and four are currently under investigation. Of the 12 
cases interviewed, three canes indicated contact with prostitutes as their 
only probable risk faccor. 

Houston AIDS cases also differ from other U.S. caser with respect to 
several demographic characteristics. The Houston cases tend to be younger, 
and to consist of c. larger percentage of Whites and males than the national 
cases. Both have a high percentage of cases concentrated in the 30-4^ age 
range, but in Houston 79% are under 40, while nationally only 69% are under 
40. In the U.S. registry, 60% of cases are White, 25% BlacK, 14% Hispanic, 
and 1% Other/Unknown. This leads to the conclusion that Blacks and Hispanics 
are over-represented among AIDS cases in the U.S. In the Houston registry by 
coii9>arison, 79% of cases are White, V\ arc Blat k, 10% are Hispanic and less 
than 1% are categorized as Others while in the general population of Houston 
50% are White, 27% are Black and 20% are Hispani . Minorities are therefore 
under-representpJ among AIDS cases in Houston. lr> Houston, 96% of tne cases 
are mal>^, compared to 93% nationally. 
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The distribution of the major disease groups among Houston cases and 
national cases differs only slightly. Pneumocystis c arinii pneumonia (PCP) is 
the disease most frequently associated with AIDS in both. It affects 61% of 
Houston cases and 65% of U.S. cases. Kaposi's sarcoma occurs in 28% of the 
Houston cases and 21% of the national cases. 

Althoug. the CDC no longer requests the investigation of transfusion- 
associated (TA) AIDS cases, the Texas Department of Health has guidelines for 
identifying the donors at risk for AIDS in such cases. Since the Houston AIDS 
surveillance began, 29 TA cases have been investigated by the Bureau of 
Epidemiology. Of the 15 TA cases among residents of th«» Hous^on SMSA, eight 
have been di.ectly linked to a HIV antibody positive donor, a donor who is now 
an AIDS or ARC patient, and/or a donor m a risk group for AIDS. All of the 
TA cases received th'^ir blood products prior to the in^lementation of 
stringent screening procedures for AIDS ant- body which have been in effect at 
all U.S. blood banks sirce late Spiing, i<;85. 

The Houston area has 28 confirmed AIDS cases among f«»males. Twenty-three 
cases are among adults and five are among children. The average age of adult 
female cases is 37 years. The largest transmission category for adult feioales 
in Houston is heterosexual ontaf-t, with 9 cases rjported. This is not the 
case nationally where most are attributed to IV drug use. In Houston, five 
adult female cases are attributea to IV drug use. All five are Black. There 
are five adult female cases inked to blood transf jsions. Four are White 
females and one is an Hispanic female; all received blood products prior to 
current screening for HIV antibodies now done by all blood centers. The 
remaining four adult cases are classified as "Unknown Risk Factor". One 
ft aale case reported a h-.story involving 15 sexual partners in her lifetime. 
Another estimated over 300 partners in her lifetime. In all four cases, no 
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male sexual partner was known to the female case as being at risk for AIDS. 

As of April 6, 1987, there are only eight pediatric cases confirmed with 
onset of symptoms xn Houston. Four (50%) are White, tnree (38%) are Black 
and one (13%) is Hispanic. This is in contrast to the U.S. pediatric cases, 
« where the majority of the pediatric cases (56%) are Black. There are three 

males and five females. Five of the pediatric cases acquired their infections 
from their parents who were at risk for AT >S. The remaining three cases 
acquired their infection from transfusions before the spring of 1985. 
Houston's low number of pediatric cases may be related to the low nunbe. of 
cases attributed to IV drug use, especially among women. 

Accuracy o* the Data in the AIDS Registry 

Despite the fact that 1,135 confirmed cases of AIDS with a 65% Mortality 
rate clearly indicates a serious public health problem In Houston/ there is a 
constant concern as to whether or not the AIDS registry accurately describes 
the disease in this community; describes it in terms of the nun^er of persons 
affected, as well aa the population groups at greatest risk. To understand 
the accuracy of the descriptive data available from t.'ie Houston AIDS t«;gistry 
and its utility for policy making and planning, it is necessary t. understand 
ho>, repotting of all communicable diseases and of AIDS, in particular, 
actually works- 

The degree to which any disease is teported •■o health authorities depends 
on a multitude of factors. Perhaps the most important is whether or not the 
disease is required to be reported by state health regulations. Without such 
a requirera'»nt, physicians and hospitals will be very reluctant to provide 
detailed information without t.ie patient's consent for fear of violating 
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patient confidentiality. If there is a lerge, obvious outbreak where detailed 
patient inforaation is needed to minimize the spread of disease, the broad 
powers of the local or state health authority car be invoked to overcome this 
reluctance* This also provides legal protection for physicians who do release 
germane patient information to health authorities during a short term 
emergency* 

Once a disease is added to the list of reportable diseases, there are 
several practical considerations that will determine the degree to which cases 
will actually be reported* A key factor that encourages reporting is a 
genuine feeling among those required to report that reporting each and every 
case will help local health officials limit subsequent spread of -he 
disease. Other considerations that encourage reporting include requiring only 
an extremely limited number of data items, so the time and effort required to 
report a case is minimal; and not requiring information about sexual practices 
and drug use. Reporting is also less difficult if the riik factors associated 
with acquiring the disease are not associated with any social stigmas. 

Although AIDS is a reportable disease in Texas it is easy to understand 
why soM might conclude that AIDS is a poorly reported disease. First, few 
physicians believe that reporting any or all of their cases will help stop the 
spread of AIDS, because there iP nvither a vaccine for unexposed persons nor a 
preventive treatment for contacts already exposed to « case. Second, the 
information required to mesh a diagnosis of AIDS with the CDC definition can 
be rather detailed* Finally, personal information regarding sexual preference 
and drug use ic required to complete each case report, and the most commonly 
reported risk behaviors are associated with significant social stigm^is. 

Despite all this, AIDS is probably the most thoroughly reported 
communicable disease in Houston and in the U.S. The most important, buf 
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unfortunate, factor for thorou'-H reporting is the very predictable course of 
the disease that eventually results in each case being hospitalized, at l^ast 
once. Therefore, if a physic lai* does not report cases among their clinic 
patients who are in the early stages of the disease, the case will be reported 
when that patient is admitted to the hospital. This delays the reporting of 
some cases, but they will eventually be reported. 

Our doc mentation regarding the conpleteness of hospital reporting of 
confirmed AIDS cases 11 Houston is formidable. On a monthly basis, all death 
certificates ^.iled with the Bureau of Vital Statistics are reviewed for deaths 
due to 18 different causes which may be related to AIDS. This piocess has 
identified an occasional case which had not previously been reported, but more 
importantly, has identified hospitals which had not been reporting cases. In 
an equivalent vein, the Bureau of Epidemiology also reviews the reporting 
performance of some 50 acute-care hospitals in the Houston area for five of 
the most coononly reported communicable diseases. Hospitals with 
significantly lowei reporting rates of selected reportable diseases rel»*-^ve 
to comparably sized hos(.itals are identified as having a potential re^rting 
problem. The infection control offirers of these hospitals, and those of 
hospitals having discrepancies between case reports end death certificates, 
are contacted. They are informed of their responsibility to report 
prescribed by state regulations, and of the need for accurate information 
about AIDS cases in order to monitor trends of transmission of th3 disease and 
to plan for caro facilities of projected casos. In the one situation where 
this approach did not correct reporting p'-oblems, hospital officials itere 
advised that steps could and would be initiated to have their Medicare 
certification revoked by the state for not being in compliance vith all 
applicable state and local regulations. The problem w<is quickly rectified. 
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Additional documentation of nearly complete hospital-based reporting 
cones from two record validation studies. Two hospitals have undergone 
validation studies, one in 1985 and one in 1986, to assess surveillance. A 
third study at another hospital is currently in progress. In 1985, a 
validation study was done at one of the county hospitals. This hospival is a 
467 bed general hospital wh<-h is part of the Harris County Hospital 
District. The hospital district provides indigent care. Printouts of 1984 
patient discharge diagnoses suggestive of AIDS were reviewed. Eighty-five 
cases had codes suggestive o^ AIDS. Fourteen of these patients were found in 
our registry. Ten cases were reported by the hospital and four by other 
sources. The remaining cases were pared down to 28 patients for whom chart 
reviews were conducted to determine if any of these patients should be 
reported as AIDS cases. After reviewing these charts, one patient was 
identified and classified as a suspect/presumptive AIDS patient. This patient 
is an IV drug user with empirically treated (not confirmed) Candida 
esophagltis. Nonetheless, this was the only case who should have been 
reported by the hospital and was not. 

A validation study was also conducted at a 700 bed hospital with a long 
history of underreporting communicable diseases. This history of 
underreporting was carefully documented for AIDS and several other reportable 
diseases over a 3 month period. The hospital administraticn was then 
presented with this documentation and was persuaded to assist with a record 
validation study. This validation study covered all reportable diseases since 
January 1966. 

Pathology report? and medical record codes back to March 1983 were 
reviewed for illness associated with AIDS. Prior to this study, 7 of this 
hospital's cases had been identified from other sources, but were still 
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incomplete foe reporting purposes. These 7 were identified and completed due 
to the validation study. Ten new cases were reported after conmunication was 
ree«,tablished with this hospital. Up to a year had elapsed from date of 
diagnosis to report for s<^e of these cases* Prom the validation study 
k itself • 6 cases were discovered that had never been reported. Therefore, at 

this time, a total of 23 AIDS cases have been completed and reported due to 
these negotiations with this hospital. For more than a year, this hospital 
has been an excellent reporting hospital. 

In the process of this second record validation study, an often discussed 
reporting phenomenon, the duplication of cases in informal case counts, was 
documented. With the hospital in question, several physicians estimated that 
possibly 200 AIDS patients had been admitted since 1983 and few, if any, had 
been reported. In the final analysis, approximately So patients had been 
admitted, but, only six unreported cases were discovered by the validation 
study. The other cases had all been reported by other physicians and 
hospitals. Apparently, AIDS patients typically seek numerous clinical 
opinion; This 'esults in a nigh level of reporting even if a limited number 
of care providers do not regularly report. This multiple opinion phenomenon 
is also the basic cause of highly exaggerated informal case counts. Each 
physician counts his or her cases without knowing which patients may have been 
seen by several other physicians. These other physicians also count these 
cases in their informal tallies. 

Still, with all these indications of good or improved reporting 
compliance, without contir<iing encouragement and periodic feedback to those 
who report, compliance would deteriorate. To maintain regulai contact a 
monthly AIDS information Update was initiated and sent to all hospital 
reporting officers and physicians who have reported MDS cases. The first 
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issue was mailed January 1965 to af^coximately 50 pec sons* Cuccently, nearly 
200 updates ace mailed each month. The updaces contain detailed statistical 
sununacies of the Houston case ceg'stcy, and a.^ ociginal naciative pointing out 
tcends in the data oc new developments in the CD: case definition. (See 
Attachment A.) 

The pceceding, however, applies only to ths cepocting of conficmed 
cases. Pecsons with symptoms consistent with AIDS, but who do not meet the 
CDC definition ace not coutinely cepocted even though they could be included 
undec the state cequi cements foe cepocting. Pecsons who are HIV antibody 
positive but lacking significant symptoms, ace not to be reported according to 
current policies of the Texas Department of Health. 

This situation, which is typical of AIDS reporting in the U.S. in all but 
a few isolated locations, requires resource planners to make projections based 
on some multiple of the number of confirmed AIDS cases. Given the diligent 
efforts of the Bureau of Epidemiology in achieving a high levrl of leporting 
coR^liance, numerical projections based on the Houston AIDS case registry will 
not be compromised by the quality of the registry effort. 

Rate of Increase 

One of the more controversial aspects of AIDS involves the projections to 
estimate the number of future cases. Varying projections have been made. The 
Surgeon General's report contains an estimate of 270,000 cases of AIDS by the 
end of 1991 with 179,000 deaths. Other projections, if adhered to would soon 
project more U.S. cases than the country has population. One point of certain 
agreement is that the number of cases will con*-inue to increase for the 
foreseeable future. 
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Although the official estimates published by the CDC are among the most 
realistic, they are probably overestimates. Quoting from the CDC paper 
published in the September-October 1986 issue of Public H ealt h Reports, the 
author's concede that their models are "empirical in the sense that they 
reflect observed trends in the distribution of reported cases and assume these 
trends will continue unchanged over time." Although mathematical models can't 
sense change in the at risk population, public health officials and elected 
officials have to recognize changes as they begin to occur. 

There are already btrong indications that these projections are 
inaccurate. For example, CDC projected 34,090 to be diagnosed by the end of 
1986. After allowing three full months (January through March, 1987) for 
receipt of del&yed reports, 32,081 cases had actually been diagnosed through 
April 6, 1987. Only the case counts for 1986 were estimated in this 
projection; the remaining cases in this total were actual case counts. 
Therefore, when attention is focused on the actual projection of 15,800 to be 
(^.lagnosed in 1986, It Is found that the actual number reported for that year 
by April 6, 1987 Is 12,732 or 20% less than expected. It is even below CDC's 
lower bound for 14,800 estimated cases. Given such an error in the first 
interval, with five add tional intervals estimated, the 1991 estimate of 
270,000 case needs to be revised downward. 

Ther'; are two reasons why the model overestimated the cases. First is 
that the cases of AIDS being se^n right now are primarily the result of 
activity which transpired two, four, or six years ago airong homosexual males 
and IV drug users engaging with great frequency in practices that are very 
effective in transmitting the AIDS virus from one person to another. In 
short, these are persons who have lived in the "fast lane" of their respective 
lifestyles, other homosexual males may not have been exposed to the virus 
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because they limited theic number ot contacts, were very selective, oc were 
extremely lucky. The second reason is that behavior did change as the 
seiioun'^^os of the situation began to be realized in 1964 and 1985. Mary 
homoscxjal males became much more cautious, ^ntainly the warnings of AIDS 
spreading heterosexually have also had a dramatic chilling effect on the level 
of sexual activity among sexually active singles. These two factors may 
ultimately result in a significantly lower number of cases than the 270,000 
projected for 1991. 

In Houston, tne trends of the disease over the past three years have been 
tracked. The first case was diagnosed retrospectively in the second half of 
1980. Since the fir::t half of 1982, the number of cases diagnosed has 
increased for each six-month interval to reach a high of 247 diagnosed in the 
first half of 1986. The totals for late 1986 and early 1987 are not yet 
complete, but both will probably exceed 2j0 cases each. (See Figure 1.) 

Although the number of cases diagnosed during each half-year period will 
continue to increase for the foreseeable future, a slowing in the rate of 
increase of newly diagnosed cases has been nott^d. (See Table 2.) in 1983, 
the nuicber of new cases diagnosed represented a 327% increase from 1982. For 
1984, the percentage of increase was 126%. For 1985, it was 86%. For 1986 it 
was 45%. 

With any luck, this trend, in terms of rate of increase, will continue 
and changes in personal behaviors which began occurring several years ago will 
speed this trend. 
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AIDS Antibody Screening 

In Houstonf Hiv antibody testing is provided to the public m three 
settings. The Hontrose Clinic Alternate Test Site provides free and anonynous 
testing. The institute for Immunological Disorders offers testing for a fee 
of $30.00 to $40.00. Private physicians m conjunction with reference 
laboratories als> provide testing at varying costs. Routine testing Is also 
performed at all blood collection centers and donor banks, but these are not 
considered public screening sites. 

The Hontrose Clinic Alternate Test Site was established to provide a 
testing facility where persons concerned about possible exposure to the AIDS 
virus could be tested away from the blood bank setting. The . llnlc provides 
pre- and post-test counseling for all clients. No names are taken and no 
personal identifiers are kept. Each client is qlven a n'--o*r and must return 
a week later. In person, for test results and counpjllng. Since December 1986 
a more detailed, but still anonymoub^ questionnaire has been Implemented to 
assess risks and the demographics of those tested. For the purpose of 
testing, the Llsk categories arei b >mosexual/blsexual males. Intravenous (IV) 
drug users, homosexuaVblsexual males who also use IV drugs, heterosexual 
partners of the above categories, and others (low risk). 

Antibodies (HIV) have been detected In 30% of the high-risk persons and 
3% of the low-risk persons tested at the Montrose Clinic. This rate Is based 
on 3,999 hioh-rlsk people and 1,081 low-risk people tested since mld-1985. In 
recent months, the clinic has noticed a large increas- In the number of 
heterosexuals interested In knowing their antibody status. Some are past or 
current sexual partners of people at risk for AIDS, Including heterosexual 
contacts of female prostitutes. Others do not report ai,y known risks and 
represent ^exually active heterosexuals who are worried about exposure to the 
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vlru«, Reiults ind • de«crlption of thoie seeking the test since Deceaber 
1916 arc pr«ssnt«iS in Table 3. This table aoea not rapreaent the overell 
aarcpoaitivity raportad above, only a selected two Month period of teatlng. 

The HIV antibody prevalence at blood collection centera in Houston 
rapreaanta another, yat quite different aegnent of the population. Since June 
1915, all local blood banka have tea ted every unit of donated blood for the 
HIV antibody. Pcavioua to tbia teating, voluntary deferral program were 
ii^IaBentad to atrpngly diacoucage high-riak individuala fra« donating 
blood. TM.a daCarcal pcogcaa includea a queationnaire in addition to a 
confidential way of daaignating whether the donetion ahould be used for 
tranafuaioii or for raaaacch. Both the voluntary deferral ayatem and the donor 
deaignation ace atill utiliiad in conjunction with HIV antibody teating. 

Pcoa June 1915 to Deceiver 1986, one large locel blood collection center 
had teated 296,023 unite of blood. Of the 294,987 unite deaignated by the 
donoca to be uaed for ttanafuaion, 151 or 0.05% were HIV antibody poeitive. 
Tbeaa unite ware daatioyad and not uaed for tranafuaion. The low prevalence 
of 0.05% capraaanta either tare 'alae-poaitive raactiona, even with Weatern 
Blot Gonficaation, or axpoaura a»ong people who believe theaselvea not to be 
at riak for AIDS. (Sea Table 4.) The prevalence ia higher (0.8%) a»ong thoae 
who deaignated their donation to be uaed for reaearch. The higher prevalence 
anong thia group ia probably due to a limited nuaber of persons who suspected 
that they aay be at riak for AIDS, but becauae of circumatances (i.e. group 
donations) felt uncomfortable in declining to donate. 

Data from thaae two highly aelected groups of people indicates that the 
prevelence of HIV axpoaure in Houston varies greatly with the group tested. 
The true prevalence among the entire Houston population is probably 
under eatimated from blood center data and overestimated by Montrose Clini 
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d«ta. However f data on the actual number exposed In the general population Is 
unknown. EstlMtes by the CDC are that 1 to 2 all lion people nay be Infected 
In the United States. 



In the fight against KIDS, the most powerful weapon Is education. Care 
■ust be taken, however, to be extremely efficient and deliberate In these 
educational efforts. Given the magnitude of the challenge to educate, 
billions of dollars could easily be wasted by trying to deliver the critical 
information through ineffective means that produce little or no Impact. There 
is an unfortunate trend for every Involved group to have their o.m AIDS 
information pamphlet carrying their own logo. The growth of this "vanity 
piess" activity should not be funded by taxpayers* dollars. Xn9t«ad, the 
minimum requirements for printed material could be met by a limited number of 
brochures or booklets that are closely reviewed by scientific, educational, 
and advertising panels, then endorsed by a limited number of highly respected 
national organizations, such as the U.S. Public Bealth Service or the National 
Red Cross. 

A critical issue is to balance the information in the educat onal 
messages. Some are of the opinion that they should "scare the hell out of the 
public". Unfortunately, many simply ignore messages that are perceived to be 
overly dramatic or shocking, hn example from the past is when teenagers were 
shown the bloody details of motor vehicle accidents in order to scare them 
into becoming safe drivers. It didn't produce the desired effect, as 
documented by post-screening surveys. 

With AIDS, there is a risk of not only numbing the intended target 
audience, but also provoking completely unproductive reactions. A situatlor. 
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recently occurred in Houston where, for very different reason! , gay cowinlty 
advocates and very conservative political advocaus both began sounding an 
alara that AIDS was going to -spread like wildfire" through the heterosexual 
population. One group's solution was to have govetmwnt spend nore ■oney on 
AIDS progrsM. The other group's solution was to lock up all persons in high- 
risk groups. 

The first tangible proposal by this second group was to relnstltute 
health cards for all foodhandlers in Houston. Given the cost of such testing, 
the niMber of foodhandlers, and the proposed schedule of testing, the cost to 
consuaers was estlMted to have been $33 ■llllon pe^ year in Houston alone. 
Therefore, the Health Departaenfs first Mjor educational challenge was to 
accurately and convincingly assure elected officials and the public that AIDS 
Is not spread by casual contact. 

The following presentation of the key epidemiologic data was used to 
convince a vast majority of Houstonlans that AIDS is not spread by casual 
contact. First, the major risk groups in the national case series are 
described and how sexual behaviors, IV drug use, and transfusions were Indeed 
the most probable risk factors for 96.8% of all 33,720 reported cases. 
Second, attention was focused on t.^ miscellaneous risk category of cases 
whose risk factors were designated as •Other /Unknown at this time*. 

As of April 6, 1987 a total of 1,053 no identified risk (HIR) cases were 
in this category. Since 1981, 1,621 cases have been initially reported with 
no Identified risk factor. Of these, 568 were reclassified to an official 
risk group when further information was obtained. The remaining cases (1053) 
were listed as NIR. Within that group, 236 cases could not be interviewed. 
They either refused the interview, or died, or became lost to follow-up before 
an interview could be conducted. Of the remaining 817 cases, 595 were still 
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undT study and awaiting an interview. This left 222 cases that have been 
interviewed. Approximiitely 102 of these reported multiple sexually 
tranMitted disease (STD) and/or gexual contact with prostitutes. Wiile t db 
does not put the. into an official high-risK group, it does indicate a history 
of miltiple sexual pa-tners. The regaining 120 ca^es reported no behaviors to 
account for their having AIDS. This could be because they do not know the 
history of all their sexual partners for the last 5 to 7 years; any of whom 
could have been infectious. These MIR cases represent only 0.4% (120/33,245 
adult cases) of tne total adult case series. This data has proved to be very 
effective in convincing the public that AIDS is not spread by casual contact. 

Variations of this presentation hav. bee; presented to a subcomittee of 
Houston City Council, dozens of groups of heali h professionals, adainistrators 
and nurses of the majority of schools in the city's largest school district, 
employee groups of nuaerous local coopanies, and dozens ot church groups. A 
weekend feature highlighting this data w%s piblished in one of the Jaily 
newspapers along with regular updates on AIDS in both major local 
newspapers. Apparently, the message that AIDS cannot be spread by casual 
contact has taken hold in Houston, since issues similar to the health card 
initiative have not resurfaced in more than two years. 

The other part of health education is going to be much more difficult. 
This challenge is to educate all segments of the population who are sexually 
active on how to avo^d or minimize the risk of acquiring aids. Sending a 
safe-sex brochure to every Houstonian over the age of 18 will not be 
effective. Instead, efforts should be placed in public service announcements 
on television and radio, backed up by information hotlines and a carefully 
selected inventory of brochures. To reach teenagers who are becoming sexually 
active, health education programs in school need to incorporate segments on 
how to avoid exposure to the AIDS virus. Programs are being implemented by 
local school districts and the largest district is involving epidemiologists 
from the Health Department in the development of these programs. These 
effcts through mass media and in the schools present the bert chances of 
limiting the spread of this disease in Houston. 

17 
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Services tor People with AIDS and ARC in Houston 



The City of Houston by law cannot provide nedical care to anyone. The responsibility 
of nedical care has been mandated by state charter to the Harris Cou ity Hospital 
District. Thus, all indigent care Cor Harris County residents is provided by Ben Taub 
General Hospital and Jefferson Davis Hospital. These two hospitals currently provide 
in-patient care for AIDS and AJtC patients who are without funds. Other patients with 
AIDS who have insurance are cared for at many of Houston's private hospitals. Out- 
patient care# social services^ and information and referral is provided by many 
agencies *a Houston. 



AID for AIDS 

direct financial assistance 

AIDS FOUHDATIQM OF HOUSTON 
information hotline/referral 
social services 
educational programs 
(speaker's bureau) 
guidelines for school district 

AIDS POONDATIQN WITH MONTROSE 
COTOSELIIW CENTER - SPBCIAI 
PROJECT 

risk reduction 

disease prevention 

volunteer training 

AIDS LEGAL HOTLINE 

legal information anc* referral 



AMERICAN RED CROSS 
educational material 

AMERICAN SOCIAL HEALTH ASSOCIATION 
AIDS brochures 



GULF STATES HEMOPHILIA FOUNDATION 
information and refeTal 

GULF COAST REGIONAL BLOOD CENTER 
information and referral 

HARRIS COUNTY HEALTH DEPARTMENT 
information and referral 
disease reporting 
guidelines for HIV infections 
in school/workplace/pregnancy 

HARRIS COUNTY HOSPITAL DISTRICT 
medical care for the indigent 

'ARRIS COUNTY SOCIAL SERVICES 
counseling and referral 
interim financial assistance 
for disabled with AIDS/ARC 

HOUSTON AIDS COALITION 
interagency networking 
and grants 

HOUSTON CRISIS HOTLINE 
information and r*»''erral 

for teens witn drug concerns 
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BERING DENTAL CLINIC 
basic dental health services 
for indigent AIDS patients 

CANCER INFORMATION SERVICE 
inforaation and referral 

THE C3IL0REN'S HOKE 

hospice for children (aids/arc) 



CITT Of HOUSTON DEPARTMENT OF 
HEALTH AND HUMAN SERVICES 
information and referral 
disease reporting 
educat ionaX ptograms and 

materials 
guidelines for HIV infection 
in school /work pi ace/pregnancy 

CLERGY COHSULTATION ON AIDS 
spiritual needs 
in-ho»e hospice care 
provider relief 
support groups for patients 
berea\ \ relief 

FAMILY SERVICE CENTER 

individual and group counseling 
honesuiking services 

GAY AND LESBIAN SWITCHBOARD OF HOUSTON 
information and referral 
telephone counseling 



INSTITUTE FOR IMMUNOLOGICAL 
DISORDERS 

research and treatment protocols 

MAYOR'S TASK FORCE ON AIDS 

issues and interagency networking 

MONTROSE CLINIC 

medical information/referral 

AIDS antibody test (anonymous) 

PACE Program (testirj of imune status) 

education 

MONTROSE COUNSELING CENTER 

individual and group counseling 
referral 

OMEGA HOUSE 

AIDS hospice 



UNITED HAY 

information and referral 

VISITING NURSE ASSOCIATION 
hoje care for AIDS patients 
counseling and support services 
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Table 1 



Comparison of Transmission Categories 
Houston SMSA vs. Other U.S. Cases 
January 1980 through April 6, 1987 





Houston 


Cases 


Other U.S. Cases 


Risk Factor 


Number 


Percent 


I ercent 


Homosexual/Bisexual Male 


943 


83.1% 


64.2% 


I.V. Drug User 


19 


1.7% 


17.0% 


Homo/Bisexual Male and 


113 


10.0% 


7.5% 


IV Drug User 








Henophiliac 


0 


0.0% 


1.0% 


Heterosexual Cases 


11 


1.0% 


3.9% 


Transfusion Recipient 


15 


1.3% 


2.1% 


Parent at Risk for AIDS 


5 


0.4% 


1.1% 


OtherA^nknown at this time 


29 


2.5% 


3.2% 
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Table ? 

Reported Cases of AIDS and Percent Increase 
by Year of Diagnosis 

Houston SNSAr January 1980 to 1986 



Year of Diagnosis Number of Cases Percent Increase 

1980 1 

1981 7 6001 

1982 18 1571 

1983 77 3271 

1984 174 1261 

1985 323 861 

1986 469 451 
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Table 3 

Montrose Clinic HIV Testing 
December 1, 1<)86 to March 31, 1987 



Number of HIV Test Results 

HIV Tests Male Female 



Risk Category 


Male 


Female 


Pos 


Neg 


Pos 


Ney 


Homosexual/Bisexual Males 


920 




290 


630 






Intravenous (IV) Drug Ust^^s 


112 


87 


4 


108 


5 


82 


Homosexual /Bisexual Males 


143 




76 


67 






Who are also IV Drug Users 














Heterosexual Partners of the 


147 


180 


3 


144 


1 


179 


Above Groups 














Others (low risk) 


279 


212 


17 


262 


4 


208 


mtal 


1601 


479 


390 


1211 


10 


469 
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Table 4 

Blood Bank HIV Testing 
June 1985 to December 1986 



Donor Designation 

Transfusion 
Research 

Total 



Nn iiber of Units Donated 

294,987 
1,036 

296i02 



HIV Posit ive 

151 (0.05t) 
8 (0.8%) 

159 
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FIGURE 1 



AIDS Cases In the Houston SMSA 

January 1, 1980 to April 6, 1987 




80 81 82 83 84 85 86 87 

Date of Diagnosis by Half Year 

* Incomplete due to log between diogno .s and reporting 
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ATTACHMENT A 



AIDS INFORMATION UPDATE: /"RIL 1987 



This month's report shows the addition of 57 cases of ccnfiroed AIDS in the 
Houston area over last nonth. Among the additions, there are two new cases due to 
• transfusions and ^wo new pediatric cases due to parents being at risk for AIDS. 

Two New Cases of Transfusion-Associated AIDS 

Both cases occurred in Houston area wonen who received blood coapcnents in late 
1982 and early 1983. This was prior to the ioplev^ntation of stringent screening 
procedures for AIDS which have been in effect at all U.S. blood banks since the 
spring of 1985. One white fenale was over 60 years of age and mceived six units 
of red blood cells in early 1983> Four years later, she developed an 
opportunistic infection diagnostic of AIDS and expired. She was HIV antibody 
positive. One of the six donors reported a history of hoaosexual activity. The 
second patient is an Hispanic feaale in her twenties and has no other risks for 
AIDS except receiving two units of red blood cells In late 1962.; Three and one 
half years after these transfusions, she was diagnosed with AIDS and was HIV 
antibody positive. To date, a specific donor at risk for AIDS has not been 
Identified. 

Trans fusion -associated cases are those in which no risk factors for AIDS are 
identified other than receiving blood products via transfusion. When these cases 
are reporced, the Bureau of Epideniology investigates transfusion-associated AIDS 
cases to identify any donors at risk for AIDS. In order to rule out a transfusion 
es the source of infection, all donors aust be found to be HIV antibody 
negative. If any of the donors cannot be located or tested, then a case Is still 
considered transfusion-associated in the absence of other risks for AIDS. 

Two New Cases of Pediatric AIDS 

One of the new pediatric cases is a white nale child under the age of three whose 
mother now has AIDS. The child showed signs of illness within the first four 
Bonth:> of llfe« was confirmed with AIDS one year later, and expired. The mother 
was diagnosed with Pneumocystis carinii pneumonia late last year and ia HIV 
antibody positive. She has been Interviewed and reports no risks for AIDS other 
than heterosexual contact. Although tnere is no direct evidence, it is probable 
that she was exposed through heterosexual contact. 

The second new pediatric case involves an Hispanic female child under the age of 
live Whose parents are both at risk for AIDS. The child did not show signs of 
illness until the fourth year of life and was diagnosed with an opportunistic 
infection of AIDS. She is still living. The father of the child reported a 
history of IV drug use but was HIV antibody negative at latest te.itlng. All the 
siblings in the family are HIV antibody nepative. The mother, however, was 
transfused one month before delivery (in i982) wU : two units of red blood cells 
and is HIV antibody positive The "Look-Back" Program undertaken by blood 
collection centers has identified one of her donors as HIV antibody positive. 

Monthly Summary from Houston AIDS Registry 

The data as of April 6, 1987 Is attached. 

Houston Deparment of Health and Human Services 
Bureau of Epideroiolo^v 
(713) 222-H27] 
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AIDS SURVEILLANCE REPORT 
HOUSTON DEPARTMENT OF HEALTH AND HUMAN SERVICES 
BUREAU OP EPIDEHIOLOGY 
April 6, 1987 



# CONFIRMED 
CASES 



# SUSPECT 
CASES 



LOCATION ' 
Houston 

Harris Co. (Non-Houston) 
TOTAL 

Montsoatry Coun**" 
Fort Bend County 
Brasorla County 
Liberty County 
W«ll«r County 

SMSA CASE LOAD 



CUMULATIVE^ CUMULATIVE^ TOTAL 



960 

123 
1083 

7 
19 
18 
6 
2 

1135 



360 

109 

2 
9 
5 
1 

0 

426 



1320 
172 
1492 

9 

28 
23 
7 
2 

1561 



SOURCE OP REPORT 
Hospital 
Physician 
SUte Health Dept 
ViUl Statistics 
National (CDC) 
Other agencies 
Total 



CASES 
860 
166 
112 
35 
19 
21 
1135 



PERCENT OF TOTAL 
76 
1M 

M 

3 

2 

looi 



Vocation determined by residency at onset of illness suggestive of AIDS 
^Coni rmed cases meet the Centers for Disease Control (CDC) definition for an A DS case. 
^Suspect cases are patierts with conditions suggestive of AIDS but do not meet the CDC 
definition, or people with the preliminary si^^ns and symptoms of AIDS. 



ERJC lU 



107 



Cisn 0* AIDS HKtifw CX 5urw« i ance D*' 



HOUSTON SMSA 





Aiflt/'AdoiHcffit 


re: 




Tcu 




DlSM1« Cittyjrv 




ONtte ( I) 


Casn ( I) 


ONtKs ( I) 


Ztsn ( I) 


Dciths ( %) 




200 ( IP 


129 ( 65) 


: ( :j 


: ! ) 


200 ( 16) 


129 ( 65) 


Both K5 indPCP 


119 ( ' 


91 ( %) 


3( C) 


C( ! 


119 ( 10) 


91 ( %) 


PT tfithout K5 


575(51- 


3i& ( m 


2 ( 5) 


2(:x) 


577 ( 51) 


3i6( tf) 


01 tfit^ K5 or PCP 


233 (21) 


156 (tf) 


&( 75) 


2(33) 


Z39(21) 


160 ( 67) 


Tctil 


1177 (1(0) 


'^i ( bk) 


edGO) 


4 ( 


1135 (100) 


7S(M) 





Urn i %) 


3. bct/Ht^tcttv 


IMer 13 


8{ 1) 


Uittti Hit Kiioin'c 


13-19 


: ( 0) 


Slack. ^ Kimrxc 


2D-29 


307 ( 27) 


HtSNtiC 




576 ( 51) 


Ot>«r 


4049 


177 ( 16) 


IMrttr. 


0)«^ 49 


66 ( 6) 






0( 0) 


Foul 


Tout 


1135 (1(E) 





^it/AdkHffscm 




•Tout 


rnn ( t) 


C<s«s ( %) 


Ciwf ( 1) 


669 ( 79) 


4(5(!) 


W3(79) 


1Z3( 11) 


3(36) 


!26( 11) 


112 ( 10) 


1 ( 131 


U3 ( 10) 


3( D) 


3( G) 


3( 0) 


0( 0) 


0( 0) 


0( 0) 


1177 (100) 


S(1(E) 


1135 COO! 



4 Pit ifnt Groups ^ilt/Molescnt 





nilK ( t) 


Fwlcs ( I) 


Tout ( i) 




%3(a5; 


Of 0) 


943(34) 


iRtrivfnoui (IV) d U9 U^r- 


;4( 1) 


5 ( 22) 


19 ( 2) 


)WBt IV(hJ!UMr 


113 ( 10) 


0( 0) 


113 ( 10) 




:( g; 


G ( :) 


3( 0) 


HetCfiseiuil conUct 


1 ( o; 


9( 5) 


10 ( 1) 


9crn inNlRCaunt-y * 


: ( 01 


3i 3) 


: ( 0) 


T'lfKTusion H'tH blood/orodUcti 


U 1) 


5 ( 22) 


12; 1) 


ct tht above/Other 


25 ( 2) 


i ( 17) 


29 ( 3) 


'cm* 


:!» (ix) 


Z3 (IOC) 


1127 (100) 



Tcta' ( X) 



•WBhil ac 

'f«r»Tjs on K,ts alooc/erooucii 



2 

: ( I) 

C( C! 



: ; ]) 

3 ( 60) 



* Haiti or Africa: considered heterosexual contact 



: : ]> 

£ ( t3) 

3{ 3b; 

2{ C) 
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Uses ct AIOS fte€tir>e f« C3C Su-ve.i'ar^e >*»n(t'C^ 
W'lia-ce ^pport -04/26/37 

HOUSTON SMSA 

5. Reported Cases of AIDS and CasrFaulity Rates bv ^t}Kea- of Diagnosis 



*lf-Year 
of Diagnosis 



M)t' of 

Cases 



^4jiber of 
Deaths 



Casrfaidlttv 
Rate 



Before m 

Jan -June 
JulHJec 

m Jan -Jure 

JuirOec 

19BZ Jut -June 
JuljrDec 

19B3 Jan -June 
JulrOec 

m Jan -June 

Julv-Oec 

\^ Jan -June 

Jui)rDec 

Jan -June 
Jul)rOec 

1967 Jan h 

^otais 



0 


0 




0 


J 


— 


1 


1 


IQQK 


1 


1 




« 


s 




5 


s 


m 


13 


12 




X 


2? 


m 


47 


44 




7B 


71 


91X 


% 


SG 


631 


\% 


117 


att 


187 


123 


m 


217 


140' 


57X 


2ZZ 


63 




66 


7 


lit 


1135 


72B 


&4X 
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COMPARISON OF TRANSMISSION CATEGORIES 

Houfton vs. Othtr VS. Catat 

4mnmy 1980 tfvough AprI 6, 1987 

Houston Ca'.rs OW-o^ U.S. ( 



NuriImc 

943 



r-r U.S. (-.i^* 

Percent 



64^ 



I.V. Drug [Hf 


19 


1,7% 


17.0% 


LV. Drug Umt 


113 




7.5% 


I'lifnophMfio 






1.0% 


HtttrottxtMri Cattc 




im 


^ 3J% 


Trantfutlon Redp^nt 


IS 


ij^ 


2.1% 


Parent at RItk for AIDS 


& 




1.1% 


Other/Unknown at this time 


29 


2.5% 


3.2% 



REPORTED CASES OF AIDS AND PERCENT 
INCREASE BY YEAR OF DIAGNOSIS*^ 
Hotffton SMSA, January^ 1980 to 1986 

YEAR Of c^^AOpaofn mfmm of cases percent wcrease 



PERCENT JNCREASE 



nm 

1981 

im 

1983 
1884 
198S 



800% 

327% 
128»/« 

36% 



AIDS Cases ir> the Houston SMSA 

January 1, 1980 to April 6, 1987 



2mT 

240- 
220- 
200- 
130- 
180' 
140" 
120- 

too- 

80- 

60- 
40- 

20" 
0- 




1st 2i>d lit 2nd Ut 2nd 1»t 2nd Itl 2nd Itt 2nd lit 



2nd lit 

6 87 



Pate of Diagnosis by Half Year 
Incomplete due to lag between diagnosli and reporting. 
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AIDS CASES 

if April 6. 1987 



■ 33.720 



(57, m4 



SELECTED 



Jir^lBUTION OF U.S. AIDS CASES 

at of Apr« 6, 1987 



ERiC 



ITS 



Parcent 



a. 4^.) 



CO 



Mm I 



mm 



RACIAL/ETHNIC PISTRIBUTION 
OF lis. ADULT CASES 

as,4Sf April t 1987 



erJc 



TRANSMISSION CATEGORIES OF U.S. ADULT CASES 

as of April 6, 1987 



LV. Dmu Ut#r. 

Homof«xu«i/'B!i«xy0i Maki ar;»^ 
IV. Drufi Ut«r 

Hemophfflac 

Heterotttxuni Cases" 

Transfusion* Recipient 

Other/Unknown aXihls time 



Flumb«r 



1,8/4 



2,550 



Percent 

(65.8S) 
(16.7%) 

(7.7%) 
(0.9%) 
(3.8%) 

(1.9%) 

(3.2%) 



* Includes 633 persons born In countries where 
heterosexual transmission Is predominant. 
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OTHER/UNKNOWN TRANSWISSION CATEGORY 
FOR U.S. ADULT OASES 

April 6, 1987 



236 
Incomplete 
information: 
Deceased, 

-ost to follow-up, 
Refused Interview 



Under 

Study 



i 



-no BIBK FACJORS AFTER INTERVIEW 
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TRANSMISSION CATEGORY DISTRIBUTION 
OF BS, PEDIATRIC CASES 

m AihH 6. 19B7 



00 



^ DISTRIBUTfON OF U.S. PEDIATRIC CASES 

88 of April 6, 1987 



HER/UNKNOWN CASES 



m*h »f-i 'jnder investigation now and way mo',^e 
tb othfrr cstsQorlos. 



70% ere ©Ithor lost-to-foiiow-up c?f 
r^tused mtervlevfing and testing. 
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Mr. Waxman. Thank you very much, Dr. Haughton. Your full 
presentation, written presentation, will be part of the record. I 
notice that it is lengthy with a number of tables and we will have 
an opportunity to examine that. I am sure that will be very helpful 
to us. 

Dr. Lane, you have indicated there is a disproportionate number 
of AIDS cases among Black and Hispanic Americans. What ac- 
counts for that? 

Mr. Lane. Sir, I think, as Dr. Haughton has mentioned, first of 
all, it is geographic specific and mirrors rather considerably the 
prevalence of intravenous drug abuse, particularly in Black and 
Hispanic groups is some of our large east coast communities. 

But I also think that in other communities, AIDS is still some- 
thing of a ticking bomb. And we feel, after discussing with our col- 
leagues in several State health departments, that there is a, an 
under-education activity or situation about AIDS and its transmis- 
sion all over the country, in whites as well as Blacks, but particu- 
larly in Black and Hispanic minorities. 

Mr. Waxman. So, if we are looking at a time bomb that is going 
to explode on many, many people and especially the minority popu- 
lations, what educational campaigns has the Public Health Service 
begun that is directed towards minority groups to try to stop the 
spread of this disease? 

Mr. Lane. We look at education as being education focused to 
the general population, education focused towards risk groups, par- 
ticularly gay and bisexual and IV drug abusers and then also one- 
on-one counseling. And we are trying to assist with both money 
and technical assistance our colleagues in State and local health 
departments in all of those activities. And the predominant func- 
tion up to now has been, however, the one-on-one counseling. And 
that has perhaps not been more targeted toward minority commu- 
nities than anyone else. Anyone who comes in gets those services. 

We have asked the State health departments, who are our main 
grantees in this year's cycle of grants, to target minorities and 
show us their plans and show us what specific efforts they are 
going to do toward the Black and Hispanic communities. 

Mr. Waxman. We have an epidemic in this country of AIDS. We 
have known for several years there is no vaccine and there is none, 
at least, for at least another decade, if you are very optimistic. So, 
the only way to stop the spread of the disease is through education. 
How much money are you sending to the States for an educational 
effort during this last couple of months? 

Mr. Lane. Yes. Sir, I will have to provide the details for the 
record because our money is fragmented in direct grants for health 
education and prevention, grants to school districts or school State 
school efforts. And then we are trying to undertake a national cam- 
paign not directed to the States of general information to the 
public. And I would like to give you those dollar figures broken 
down. 

Mr. Waxman. We would like to receive that. Let me ask Dr. 
Krim: You have been following the AII^ epidemic from the very 
beginning. And you know that education is our only way to stop 
the spread of this disease. How would you describe the Federal ef- 
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forts in educating the public? Has it been successful? Is it on 
target? Are we doing what we should be doing? 

Ms. Krim. It has been late getting off the ground and I know 
from talking to CDC representatives, such as Dr. Lane, that the ap- 
proach is the thinking of these public health offirials is correct. Es- 
sentially, you know, I think they are planning to do the right 
thing. We have not yet at the receiving end seen the effects of the 
progrfion. 

Mr. Waxm>n. This is 1987. We have had this disease since 1981. 
Certainly, within a year after 1981, we knew that there was some- 
thing happening. It was sexually transmitted. We didn't have a 
cure and we did not have a way to stop the spread through a vac- 
cine. Have we not known for a good number of j^ears 

Ms. Krim. That is right. This was the point I was making that 
we have known very early that this was not a gay disease: that 
anyone was susceptible. And we knew how the infection was trans- 
mitted. We have been, as a Nation I do not point a finger to any- 
body in particular we have had a reaction of denial to this situa- 
tion. We have not been particularly compassionate or interested in 
the first sufferers of AIDS. And we have wasted tipe. There is no 
question. 

Mr. Waxman. Let me ask you this. We have wasted time. We 
need an educational effort. What kind of educational campaign 
should the Federal Government begin to reach minority groups 
specifically? 

Ms. Krim. You knew, minorities have more of the problems of 
everybody else across the board, not just AIDS. I do not think I 
think the message is the same for everybody. What minorities 
needs is more of everything they need. Not just the AIDS message. 

Mr. Waxman. Dr. flaughton, what do you think we m jd to do? 
What how much ir-^ney is coming at the local level for an educa- 
tional effort to stop the spread of this disease? 

Mr. Haughton. Well, currently, we have about $100,000 from 
CDC for risk-reduction education. And we have used it to establish 
a program at the Ptontrose Clinic as well as to enrich our own edu- 
cational activities rithin the Department. We have a network of 
seven neighborhood health centers. And we have health educators 
a: all of them. We also have medical directors, chief nurses, and 
other staff at those health centers. We have trained all of that staff 
to add AIDS to their educational agenda. 

In addition, we have been available to all groups in the city who 
need to hear about the problem. We have established a speaker's 
bureau. We have now made presentations to a large number of em- 
ployee groups. Employers are beginning to call us and ask us to 
come make presentation to their employees. 

Church gi*oups have called us and asked us to make presenta- 
tions to their congregations. I have personally conducted radio and 
TV shows in which the listeners can call in and get information. 

Mr. Waxman. Do you gear any of this specifically to minority 
groups or do you feel that a message for the whole population is 
the appropriate one? 

Mr. Haughton. Well, we have done both. We have in our at- 
tempts to educate, made ourselves available to all of the population 
of Houston. When 1 make presentations on the radio, I seek the 
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rock stations because that is where our young people hsten. I am 
very concerned about the young people in our community who are 
about to begin sexual activity and who may be tempted to indulge 
in IV drug use. And I find that I can reach that population much 
better on the rock stations than on a news station. 

Last night, for example, NBC had a national network for infor- 
mation and we established a call-in bank here, a phone bank so 
people could call in. I had four epidemiologists sitting at those 
phones from 6 to 9 last night. We got 9 calls. That is because the 
NBC station here is a news station. The people who are interested 
in this problem listen to rock stations and those are the stations we 
should be using. Those are the stations we use. 

Mr. Waxman. Thank you very much. 

Mr. Leland. Thank you, Mr. Chairman. 

Dr. Haughton, I am glad that we seem to be rather competitive 
at least in terms of the lesser number of minorities afflicted with 
this 'e disease in the city of Houston. I hope indeed that we 
hav Ae the point that this hearing, while it focuses on the prob- 
lems of heterosexuals afflicted with the disease, as well as minori- 
ties, that we do not lose in the scope of things the problems afflict- 
ing the homosexual community. 

In the city of Houston, I have been in politics and have been an 
elected official now for 15 years. And we go back a couple of years 
ago, we remember the infamous gay referendum and the problems 
that ensued subsequent to that and the prejudice that we had real- 
ized in the city of Houston against the homosexual population of 
our city. What I am concerned about is that when we hold hearings 
and expand on the interest of these hearings to other communities 
because of the facts, which show that more and more minorities 
are being afflicted as well as the heterosexual community now has 
come into play, we then realize that, in the city of Houston, this is 
not just a homosexual disease afflicting our city but also that it is 
expanded, that while other States and other cities, and let's refine 
that to other cities, have higher percentages of minorities and he- 
terosexuals afflicted with the disease that this city's homosexual 
population is more afflicted. Are we focusing, are we honing in on 
those specific problems, that specific problem? 

Mr. Haughton. Yes. In fact, I think we are focusing it to the 
extent that it is causing us some other problems. It is true that 94 
percent of the cases in Houston are still gay and bisexual males. 
That has not changed since 1981 when the first cases of AIDS were 
reported in Houston, or at least were diagnosed in Houston. That 
has remained consistent over the 6 years. However, we are also 
aware of the possibility of that changing. And, so, in our education- 
al activities, we have shifted gears from talking about risk groups 
to talking about high-risk behavior. Because everybody is vulnera- 
ble if they pursue certain high-rirk behaviors. Now, the reason I 
say it is causing us a problem to identify and publicize this distri- 
bution is that just 3 weeks ago, our legislature voted down two very 
modest requests from our State health commissioner. He requested 
$1 2 million for services for the entire Stale of Texas with regard to 
AIDS and $675,000 for education for the entire State. Our legisla- 
ture voted both of those requests down. I think they still believe 
that it is a gay disease. And I think that the data that we publish 



o 1?7 
ERLC 

hfiiinniiinrfTnaaiia 



123 

every month tends to reinforce that. The fact is that that is the 
way the picture looks. 

Mr. Leland. Is our city as ignorant as our State legislature? 

Mr. Haughton. No. Fortunately, our city is not. No. We have 
been allowed to, even though there are very few city funds that 
have been earmarked for AIDS, we have been allowed to use our 
resources to the maximum extent to put out the message about 
AIDS. 

As a matter of fact, we have had a lot of help from the gay com- 
munity, itself. The AIDS Foundation has done a terrific job of edu- 
cation in the gay community. And we use a surrogate set of statis- 
tics to show that. 

Our department has been screening for sexually transmitted dis- 
eases in gay bars and gay bathhouses in this city for some 10 years. 
And we do that because contact tracing has never been very effec- 
tive in the gay community. The names and addresses and tele- 
phone numbers we get never check out. And, so, what we do is, we 
in fact ask people where they had their contacts. And then we send 
teams of epidemiologists out into those communities to test for 
syphilis. 

Up until 2^2 years ago, we were finding 6 cases of syphilis for 
every hundred persons that we tested primary syphilis. In IVt. 
years, that has dropped to less than one per thousand. So, we be- 
lieve that the gay community has done a good job of educating its 
own members. 

Mr. Leland. Now, Dr. Haughton, you have shown some invalu- 
able—you have given us some invaluable statistics about our mi- 
nority community and its affliction with the AIDS disease. Aho, 
you obviously show some real concern about ihp proliferation of 
the problem within the heterosexual and minority communities. 

Are we doing enough in the city? You said that the city of Hous- 
ton lias given some limited funds to this problem. Should the city 
of Houston allocate more funding for this problem not only to help 
with the problem in the homosexual community, but also in the 
heterosexual and, particularly, in the minority communities? 

Mr. Haughton. Well, I have about $100,000 of city funus ear- 
marked for AIDS. But, as I said, we've been allowed the freedom to 
apply our resources as necessary to dealing with the problem to the 
limits that we can apply. You must remember that in the State of 
Texas, when there is a hospital district in a county, no other unit 
of government within that county can spend funds for medical 
care. And, so, as a health department and a city government, we 
are limited to preventive aspects of AIDS: education and testing 
and so on. 

The question is: How much is enough? Our department took a 9.5 
percent cut in our overall budget last year. I may have to take an- 
other cut going into 1988. So, to say that the city should spend 
more on AIDS, I would have to ask: Where will they take it from? 

I would not like to see a repeat in Houston of what has happened 
at the Federal level. Most of the funds that the Federal Govern- 
ment has spent so far on AIDS education and risk reduction and so 
have been taken from other programs. 

Mr. Leland. Unfortunately, not from the Defense Department. 




124 



Mr. Haughton. At the beginning that was true. It was taken 
from other programs. 
I didn't hear what you said, Congressman. 

Mr. Leland. I just said, unfortunately, those funds that were 
taken from other places were not taken from the Defense Depart- 
ment. Of course we have a problem with crime here in the city of 
Houston. I certainly would not want to see us take those moneys 
from the Police Department. But I think that maybe because of the 
severity of the problem and I do not want to engage in any kind of 
controversial colloquy with you. Dr. Haughton, but I think that be- 
cause of the rising problem in this country and the rising problem 
in this city, that we need to prioritize, if in fact we can, the prob- 
lem of AIDS and more moneys being expended. 

Mr. Haughton. Now, let me make one point. I do not know if 
you have this set of slides in front of you. 

Mr. Leland. Yes, we do. 

Mr. Haughton. If you will look at the second page, you will see 
we have been tracking the rate of increase of AIDS cases in Hous- 
ton. And if you will look at that chart, you will see that over the 
last 3 years, while the number of cases have been increasing, the 
rate of increase has changed and is trending downwards. We hope 
that that is a good sign. 

Mr. Leland. Very good. 

Mr. Haughton. You will notice that between 1983 and 1984, we 
had 126 percent increc^se in the number of new cases. Between 1984 
and 1985, that dropped to 86 percent. And between 1985 and 1986, 
it dropped to 45 percent. 

Mr. Leland. But is that not misleading? 

Mr. Haughton. So, even though the numbers are increasing, 
they are increasing at a slower rate than they were 3 years ago. 

Mr. Leland. But is that not misleading to say they are increas- 
ing at a slower rate. If you take 50 percent of 10 as opposed to 25 
percent of 500, the raw numbers are incredibly large in terms of 
the numbers of people increasing to be effective. 

Mr. Haughton. As I said, the numbers are increasing, but at a 
slower rate than they were before. Remember, about 2 years ago, 
they were predicting that the numbers would double every 6 
months. That has not been true in Houston. 

Mr. Leland. Dr. Krim, does that give you much sense of relief? 

Ms. Krim. No. It does not give me much pleasure to hear that 
because the double of 1 is 2, but the double of 400 is 800, you know. 
So, less than double 400 is still more than 2. 

Also, there ij another thing that worries me is that in all this 
discussion, we always talk about cases of AIDS. As I explained, 
AIDS occurs years after infection occurs. And, biologically, the im- 
portant event is acquisition of infection and we do not know where 
that is. 

Mr. Haughton. Well, one of the problems I have with the projec- 
tions that are made is and I quote this from an article published by 
Dr. Jim Kern of CDC in November, I believe it is, of 1986, in 
"Public Health Reports." Their empirical model assumes that ev- 
erything will continue as is and that any educational efforts we 
make will make no difference. That is not the case. And, so, while 
the number is growing, we must keep up some perspective. 
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If we believe in health education and if we are going to spend a 
lot of money in health education, then we must take into account 
what we believe that education will do in making these projections. 

You know, these projections have a double-edged, a two-edged 
sword. For example, just recently, in this city, because of our con- 
cern about spreadmg in the heterosexual community, we began to 
emphasize education in that area. The result was that for people at 
risk, they were demanding more funds for education against AIDS 
For those people who believe it is the punishment of God, they 
were saying. Let's lock up all the homosexuals." So, we have to be 
careful about our education and the outcome of what we say. 

Mr. Waxman. Well, it doesn't look like your State legislature has 
learned the lesson of this epidemic. 

Mr. Haughton. I think they are in our second group. 

Mr. Waxman. Well, the fact of the matter is, from what I hear 
you testifying, if you are spending $100,000 and that is it in the 
city of Houston, ihat is not an incredible expenditure for education. 

Mr. Haughton. lliat is correct. 

Mr. Waxman. And if your State legislature refuses to spend 
more money, then it seems to me they fall into that group that you 
have described where, unfortunately, the population will have to 
learn the hard way, after this disease spreads into larger numbers 
of people, before they take action. 

But we talk about funds for this effort. What about funds for 
treating the patients with AIDS? Are your public hospitals not 
overwhelmed with the cost of treating these patients? 

'^^^ » inajor problem in Hous- 

ton. The hospital district is the agency responsible for health care 
for the needy. And, of course, that is where people fall after they 
have exhausted their other resources. That agency has a tax base 
of 100 mils. I think in last year's budget, they allotted about 22 
mils. So, they have some freedom. Now, I must say, in their behalf, 
that they have been very sensitive to this problem. They have re- 
sponded when M. D. Anderson, our cancer institute, decided not to 
treat AIDS cases anymore, they created an in-patient unit and an 
out-patient unit at Jeff Davis Hospital. 

More recently, when the Institute for Immunological Disorders 
decided that they could no longer provide indigent care to AIDS pa- 
tients, the hospital district doubled the size of their AIDS in-pa- 
tient unit, and are now about to create a 20-bed hospice for those 
patients who do not need acute hospital care. They are very respon- 
sive. 

Mr. Waxman. Maybe you are not the one to ask this question, 
but do you know the statistics of how many patients have health 
insurance to pay their bills, how many are on Medicaid, and how 
many have no source of payment? 

Mr. Haughton. No, I do not. But I do know that most of the pa- 
tients with AIDS in Houston have started out their problem at a 
time when they did have resources. The problem is on the far end: 
After they have had several hospitalizations, have been ill for a 
long time, have exhausted their insurance benefits, are no longer 
employed. Then is when the problem begins. 

Mr. Waxman. Far end is a year? Six months? 
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Mr. Haughton. Most of our death rate is quite high in Houston, 
higher than the national average. About 65 percent. And most of 
our cases have been dead within 2 years. 

Mr, Waxman. Thankyou very much. 

We are pleased that Congressman Fields has joined us. Congress- 
man Fields, of course, is from the Houston area and a member of 
the Energy and Commerce Committee, as well as the Subcommit- 
tee on Health. Mr. Fields. 

Mr. Fields. Thank you, Mr. Chairman. I want to apologize to you 
and my colleague. Congressman Leland. There is a press tour today 
of the Hardy Toll Road which is a major transportation link in 
northern Harris County, and I had to attend that this morning. 
And, also, I am going to have to be leaving in just a second to go 
introduce Secretary Don Hodel who is here for the Offshore Tech- 
nology Conference and the World Petroleum Congress. 

I would like to have my prepared statement entered for the 
record, if I could. I also want to say that AIDS is public health 
enemy No. 1. I have usually been considered conservative on fiscal 
matters. However, I think more money needs to be expended in 
AIDS-related research. I do not think that anyone should be consid- 
ered conservative nor do I think anybody should be considered a 
liberal on this issue. I do not think people ought to be considered 
Republican. I do not think they ought to be considered Democrat. I 
think this is a problem that our Nation faces and I think we must 
corne to grips with this problem as a Nation and dedicate ourselves 
to its resolution. 

So, with those opening remarks, again, I apologize for coming in 
on the tail end, but I did have one or two questions, if I could. 

Mr, Waxman. Sure. First of all without objection, your statement 
will be put in the record at the opening of the hearing. And I want 
to say personally that I welcome those remarks because we are 
facing a terrible national tragedy with this epidemic and it is an 
epidemic that knows no political boundaries or ideological views of 
the people affected. It is one that we all have to get together on, 
whatever our idei logical views, to try to combat. And I thank you 
for those comments. 

Mr. Waxman. Please go ahead with questions. 

Mr. Fields. Dr. Haughton, just a couple of questions. And I, 
again, apologize for missing your testimony, but going back to edu- 
cation. It has been my experience just in talking with people in a 
general way, there is so much misinformation and misunderstand- 
ing about AIDS. What are you doing in regard to education? And I 
know you w'^'-e talking just a moment ago about some of the money 
that is being expended. But is there any coordination with volun- 
teer groups going out into communities and talking about, you 
know, this particular problem? 

Mr, Haughton. Yes. We have created a speaker's bureau jointly 
with the AIDS Foundation. And epidemiologists, physicians, 
nurses, health educators from that speaker's bureau are available 
to speak any group that requests our assistance and we also so- 
licit groups that we want to talk to. One of the most important 
things that has happened in Houston resulted from Dr. Koop's, the 
Surgeon General's statement with regard to the education of chit 
dren about this problem. The Houston Independent School District 




127 



got m touch with us as ooon as Dr. Koop made that presentation 
and asked us to assist them in developing a program to reach their 
children. 

Since then, we have trained all 200 of their principals. We have 
helped them, together with Texas Children's Hospital and the In- 
stitute for Immunological Disorders to create a 1-hour training film 
for their teachers. And we are now in the process of conducting 
seminars for groups of 20 to 30 of their teachers and school nurses. 
And they have begun three pilot projects in three middle schools in 
the city of Houston— Houston Independent School District to imple- 
ment that program of teaching young people about family life, 
about f ne problems of AIDS and how to protect themselves. 

Mr. Fields. Besides school groups, do you feel that there has 
been a response. Is there solicitation of you for your speakers to 
come out and provide better information for the communities? 

Mr. Haughton. Yes. We have had a large number of requests 
from, more recently, employee groups. Employers are asking us to 
come make presentations to a group of their employees. We spoke 
to the Marriott Hotel chain employees, to several banks, to the 
flood control district. So, we get a lot of such calls. A lot of congre- 
gations are calling us to speak to their church-related groups, both 
their young people groups as well as their full congregation. 

So, the word is getting around. People, even though there is still 
some degree of denial, because of our numbers, it appears still that 
AIDS is a gay and bisexual disease in Houston. Ninety-four percent 
of our cases are still in that category. But I believe that the word is 
beginning to filter down to the rest of our community that we can 
no longer talk about high-risk groups. We must now begin to focus 
on certain types of behavior. Because, in pursuing those behaviors, 
anybody is vulnerable. And I think that word is getting around and 
we are beginning to get a spark of interest from others. 

I mentioned before you came that NBC had this national pro- 
gram last night. We set up a phone bank here and had four epide- 
miologists available to answer calls. And, in 3 hours, we got only 
nine calls. I think that was because that program was on the 
wrong station. 

Mr. Fields. Let me just ask one other question. I appreciate the 
Chairman's indulgence. You represent the city of Houston and you 
are talking about information and it seems that you are being 
fairly aggressive on this issue. What about areas within Harris 
C junty that are outside the jurisdictional boundaries of the city of 
Houston, the smaller cities? In my congressional district, cities like 
Baytown, Jacinto City, Galena Park and also in the unincorporat- 
ed, you know who is working in those particular areas? And is 
there coordination with vou and other people? 

Mr. Haugkton. No. We have found very little interest in the 
problem from the other five counties in our Standard Metropolitan 
Statistical Area. And, as you may be aware. Congressman, those 
counties include Montgomery, Ft. Bend, Brazoria, Liberty and 
Waller. They have very small numbers of cases. In the years 
that I have been in Houston, I had one call from Montgomery 
County, about 1 year ago, asking me to send a speaker but. I had a 
call from the health director in that county asking me to send a 
speaker to speak to a community group that he had pulled tcgeth- 
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er. That is the only contact that I have had from outside the city of 
Houston. 

Mr. Fields. Sir just in closing, you know, we as a Nation found a 
preventative cure for polio. We had a national resolve to put a 
person on the moon. And it seems that we need that same type of 
resolve in this particular situation. 

Mr. Waxman. Thank you very much. We certainly do need a 
higher resolve to deal with all the ramifications of this AIDS epi- 
demic. I want to thank the three of you for your presentation to us. 
We appreciate it very much. We look forward to discussing the 
issues further with you. Thank you. 

I understand that we are going to have a microphone for the wit- 
nesses. It is being set up right now. So, we will wait a second before 
we call the next panel. 

[Pause.] 

I think we are ready now to start, again. For our next panel, I 
would like to ask the following people to come forward: Reverend 
WilUam Lawson from the Wheeler Avenue Baptist Church; Mr. 
Jose Perez, Gay and Lesbian Hispanics Unidas, here in Houston; 
Ms. Sue Lovell, Board of Directors, AIDS Foundation, and Mr. 
Chris Kihnel, President of People with AIDS Coalition. If you 
would please come forward and take seats in this area with the 
microphones. 

We want to welcome you to our hearing this morning. We are 
pleased that you are here. Your prepared statements will be part of 
the record in full. We would like to ask you, if you would, to sum- 
marize in no more than 5 minutes, and when the bell goes off, we 
would like you to conclude your statement at that point. 

We would like to start with Reverend I^awson. As I understand, 
the way the— the one — there is only one microphone. And, so, after 
you have concluded, just pass it along and we will hear from the 
other witnesses. I understand some of the audience are having 
trouble with hearing the witnesses. So, if you will pass the mike, it 
will be helpful. 

Reverend Lawson, pleased to welcome you. 

STATEMENTS OF REVEREND WILLIAM LAWSON, WHEELER 
AVENUE BAPTIST CHURCH; JOSE PEREZ, GAY AND LESBIAN 
HISPANICS UNIDAS; SUE LOVELL, BOARD OF DIRECTORS, AIDS 
FOUNDATION; AND CHRIS KIHNEL, PRESIDENT, PEOPLE WITH 
AIDS COALITION 

Mr. Lawson. Mr. Chairman, and to Congressmen Leland and 
Fields, I will probably be able to give you back part of this 5 min- 
utes. 

Mr. Waxman. Speak up. There we go. 

Mr. Lawson. I am probably the only one of the experts who is 
totally inexpert. I am a pastor and do not have access to all of the 
statistics and all of the data that some of my honorable colleagues 
have. 

Can you still not hear me? You law folks tell me that you have 
to eat mikes. 

I think that it goes without saying thac all of us are concerned 
about wh; ^ is quite clearly an epidemic. I do not think that any- 
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body has any question that that it is of somewhat disastrous pro- 
portions. 

I, as a pastor, am doubly concerned. First, because as a Black 
» man, my background is in Africa, from which much of the AIDS 

problem seems to have come, And, as a pastor, we are very much 
concerned about our mission in the field which is in Haiti, which is 
also a center of much of the AIDS problem right now. 
• Our concern about AIDS as it has an effect on minorities. Blacks 

and Hispanics, particularly, is one that says that there is, right 
now, still not enough concern being expressed and we are very 
grateful to this subcommittee for having this hearing and for 
giving an opportunity for the several perspectives that are being 
presented here. 

But it seems to me that what we first have to realize is that we 
are still looking at AIDS far too negatively. We are thinking of it 
as something that does involve a certain kind of bad risk communi- 
ty. And, whether we limit it to gays and drug users or whether we 
think of some other high-risk groups, we have to realize that it is 
also now infecting people who are neither gays nor drug users. It is 
now even infecting babies. And it seems to me that anything that 
has over 1,000 cases in Houston is certainly in the nature of some 
kind of an epidemic. 

And it bothers me that I hear the city of Houston and the State 
of Texas saying that it is something that we can simply throw 
$100,000 at. That is probably about the cost of one bus to run our 
streets. That does not do a whole lot for this kind of disease. And 
my concern is that many of the people who need the kind of educa- 
tion are not now getting it. 

I listened to Dr. Haughton, just a few moments ago, saying that 
the city of Houston Public Health Department is doing a great deal 
m the area of AIDS education; but, as I deal with people in the 
ghetto, my feeling is that probably most of them would not go to 
the Public Health Department. And, so, it does not surprise me 
that there would be only nine phone calls that came in. When, on 
the otler hand, they see something like the AIDS Foundation, 
which is a private group, that then rings a bell. And, so, they prob- 
ably wouid be making contact with them. 

I think that there needs to be, quite clearly, a real priority 
placed on some kind of education. And there needs to be, likewise, 
some priority on treatment. It is not true that Blacks and Hispan- 
ics and other groups within the poverty community can take care 
of all of the needs involved in either learning alx)ut or treating 
AIDS. And my hope is that there can be some kind of collusion be- 
tween government and the private sector that can work this out. 

I would certainly agree with Congressman Leiand that if we need 
to trim from any place, we probably need to trim from the Penta- 
gon enough money to deal with something that is killing our 
people at this high rate. 

Some of the words that I have heard is that, while we may have 
about 14,000 AIDS cases, we have go something like a million 
people who have been actually infected with that disease, but are 
not considered confirmed AIDS cases. I do not know whether those 
figures are right or wrong, but I know that even if they are not 
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accurate, they are bad figures and something needs to be done 
about 

I am glad to see the Government nov. at least beginning to follow 
up on this. Congressman Leland knows very well, as one who is 
concerned about both health and hunger, that quite frequently 
those concerns begin with people like entertainers. And then, final- 
ly, the people who are supped to be our elected leaders follow 
suit. So, I am glad to see the Government at least expressing some 
interest in this. 

I am wondering if it is not possible to get the public school— and 
public school systems all have some kind of Federal funds— to rec- 
ognize that this ought to be some kind of budget priority for them, 
serious budget priority for them. I am wondering whether or not 
we ought not to be able to convince the media, which has to be reg 
ulated by the Federal agency, that some of their public service 
time probably needs to be given to something else besides church 
programs. And I am glad about church programs, but I think that 
at least some of that public service time needs to be mandated for 
some way of getting to people who otherwise would not call up 
about AIDS. . , . 

My hope is that there can be an aggressive program mvolving 
Federal money. State money, local money and private money. And 
I think that at this point, the governments also have some; kind, 
some kind of leverage on those companies that have Federal con- 
tracts. 

I think that there are ways, at least of getting people involved. 
And my hope is that there can be the kind of involvement that can 
say, "We think that AIDS is a serious proWem. It is a s< rious prob- 
lem enough so that we can spend some concern and some dollars 
on it." 

I wish that I could say something that would be a lot more schol- 
arly about it, but I think that you have a lot of scholarship. Mine is 
just the concern of a Black man and a pastor. 

Mr. Waxman. Thank you very much. 

Let me suggest to the audience that it would be, I think, prefera- 
ble not to applaud. I think it takes away from some of the demean- 
or of the hearing and, then, if you applaud when you like a state- 
ment. Then, there is an inclination to boo when you do not. And 
then it gets to be more of a ciicus than a congressional hearing. 
But I, if I thought we ought to rpplaud at a hearing, I certainly 
would appk'ud that statement It was an excellent one. Thank you 
very much, Reverend Lawson. 

I would like to now call on Mr. Perez. 

STATEMENT OF JOSE PEREZ 
Mr. Perez. Yes. I am from e Gay and Lesbian Hispanics 
Unidas. 

Mr. Waxman. Could you speak up? 

Mr. Perez. Sure. I am from the Gay and Lesbian Hispanics 
Unidas. And we began our AIDS education, Latina Community 
Prevention and Awareness Program, last year, with the AIDS 
Foundation of Houston. And one of the things that we found was 
that nobody knows anything about AIDS in this Latino community. 
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We did a resource guide that we took into the community. We 
had it published in one of the major publications, "Y Por Nation." 
And what we got was a series of phone calls that was really dis- 
turbing. One was from a non-English speaking mother of three who 
was worried about her husband's drug— IV drug abuse All we 
could do was refer her to the Montrose Clinic. And then she sa^d 
she could not talk to anyone at the Foundation. But she finally 
found someone to talk to. She was scared for herself and for her 
children. I mean she just had no idea of what was involved with 
this. 

A .liono-lingual, Spanish-speaking homosexual male feared that a 
health problem he was having had to do with AIDS. And he was 
not sure and he could not find anywhere to go to find out if it was 
or not. 

A mono-lingual mother worried about her husband's extra-mari- 
tal affairs, which she suspected included men. This woman was ex- 
tremely upset. She was frightened and worried that her condition 
might be having an adverse effect on her children. And, again no 
counseling. No anything for this group of people. 

A non-English speaking Chicano, unmarried and childless, living 
with a middle-aged Black male, both of whom are IV drug users is 
also worried about AIDS. She is worried because she does not quite 
underetand the problem and she suspects tliat something is wrong 
with her own body. We informed her abc.L the hours of the Mon- 
trose Clinic and referred her there. 

This is just a sample of the calls that we have received in the 
wake of the publication of the resource guide. These Latinos have 
called us because we are the only available Hispanic-based organi- 
zation doing anything about AIDS prevention and awareness in 
this city. 

^^f^^^^^^^ guide and the workshop were completely funded by 
V.aX® «r^^^^ during New Year's Eve, which just raised a little 
over $400. What these projects did uncover was the ignorance and 
lack of material about AIDS which has gone into the Latino com- 
munity here. It is an injustice to keep the Latino community in the 
dark about this disease. 

It is as if we do not exist. This is a sophisticated form of racism 
Not giving minorities the chance and the efforts of AIDS preven- 
tion IS an insidious form of racism which is the most difficult to 
confront. 

Latinos need a mass media campaign about AIDS prevention and 
awareness. The media campaign must be in Spanish to insure that 
It reaches every facet of the Latino community, especially the par- 
ents of Latinos, who, according to most demographic studies, are 
most comfortable with Spanish language material. 

The need for minority based agencies to do the actual work of 
minority AIDS education is crucial. The existing AIDS service pro- 
viders are structured to meet the needs of the white, gay males, 
i^tmo P VA s, on the other hand, are made up of a more diverse 
group of people, including women and children. All AIDS services 
tor minorities must be upscaled because of the shorter life span of 
minority PWA's, which, nationally, is 6 weeks for Latino PWA's, as 
opposed to 2 years for everyone else. 

1 r» 
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Counseling services are non-existent and essential to the psycho- 
logical well-being of minorities. Counseling is needed to help mi- 
norities in dealing with the stigma surroundj ig the common forms 
of infection and the idea of death, which is so much a part of tnis « 
disease. 

That is basically it. Thank you. 

Mr. Waxman. Thank you very mucn for your testimony. 

Ms. Sue Lovell. ♦ 

STATEMENT OF SUE LOVELL 

Ms. Lovell. Chairman Waxman, Congressman Leland, Fields, I 
welcome >on to — back to Houston. It is nice to have you here. 

My name is Sue Lovell. I am a board member of the Texas 
Human Rights Foundation, a member of the Commissioner's State 
Health Task Force on AIDS, and a member of the AIDS Founda- 
tion, Houston, for the past 5 years. 

As I said, I am glad to see you here today because, quite truthful- 
ly, we need your help. The AIDS Foundation is the primary main- 
stream AIDS service provider in the city of Houston, the fourth 
most impacted city in the United States with AIDS cases. 

I would like, at this time, just briefly to recognize two other serv- 
ice providers in the audience: Eleanor Munger, who started Omega 
House, which is a hospice when^ f)eople can go and die with digni- 
ty. And Sister Patricia, who is— started the Children's Home, 
which is a home where children that have no where to go, with 
AIDS can live. They ^.hare the same common goals and frustrations 
that we do at the AIDS Foundation. 

I gave a lot of thought, today, to what I wanted to say to you. I 
would like to be able to say that the AIDS Foundation is doing an 
excellent job; but I cannot. We are doing the best job we can with 
the resources available. 

Since the AIDS Foundation was started in 1981, our two main 
purposes were to provide social services for people with AIDS and 
education. Our social services program currently serves 400 clients. 
Our program includes a buddy system, transportation assistance, 
rent subsidies, a hospital helper team. Stone Soup, our food bank, 
and Macadory House, a home for indigent PWA's, which is now at 
full capacity— excuse me. Which is at full capacity and recently 
had to turn away two people that needed assistance in housing. 

We currently have 72 new client 'hat are waiting intake to 
become clients of the Foundation. We nave one paid staff member 
that oversees this whole program. 

Our education program consists of a hot line, a speaker's bureau, 
which we are the ones that receives the calls to go to Baytown and 
Waller and League City, and ell the other outlying areas. We have 
done workshops. We have seven different brochures. We were the 
first foundation in the United States to start a safe sex risk reduc- 
tion program. In the past year, we have hired a minority educator, 
with funding made available from grants through the U.S. Confer- 
ence of Mayors and the Chicago Resource Center. 

I could go into greater detail about our education efforts and 
would like to do so because everybody likes to boast about your ac- 
complishments. But I would be missing a very important nint. 
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We cannot do the massive education that has to be done in this 
city because of lack of money. The most important message that we 
need to convey to people is: AIDS is preventable. But the type of 
partnership that is required to prevent the spread of AIDS is not 
happening in Houston nor in Texas. That is between the private 
sector rnd the Government. 

Two days after Surgeon General Coop addressed a joint session of 
the Texas Legislature, the House Appropriations Committee voted 
to allocate not one cent to AIDS education, nor to the State Health 
Department's request for their AIDS program. 

The city of Houston has spent only $21,000 on education between 
October of 1984 and the present on education. The county which 
provides hospital care and social services will be over-burdened if 
the predictions come true of 9,000 cases in Harris County by 19C1. 

I listened to Dr. Haughton this morning, and, in my heart, I 
would really like to believe what he is saying. But, in my head, I 
know it is not true. We, in Houston, cannot think that we will 
avoid the cases into the heterosexual population, the minority com- 
munities, the women, and the cases in children that other cities 
have experienced. 

It would be a miracle if that happened, but; unfortunately, mir- 
acles do not happen in Houston, TX. 

We, at the Foundation, have understood and have been con- 
cerned about the effect of AIDS on minority women and children. 
We know that it will take a targeted, educational program to reach 
Blacks, Hispanics, Asians, women; and, in truth, every person in 
Houston. But, again, this takes funding. 

What we need ' your help. Today, not one Federal dollar has 
come to Houston for education or patient care. That same effort 
that IS given to securing funding for NASA or the same planning 
A T^(#^? ^^^^ bringing a superconductor to Texas is needed on the 
AIDS crisis in Texas. 

We will provide the expertise, the knowledge, the energy, the 
work, the volunteers, of which, we have 500 at our Foundation, in 
help preventing this disease and caring for people with AIDS, if 
you will provide us in Texas with the money that we sorely need. 

You, the Federal Government, are our only help at this point. 
The funding is not going to be made available from the State, city 
or county. We will continue to raise money from the private sector; 
but we realize these dollars are limited, especially given the state 
of economy in Houston. 

Without your assistance, women, children, minorities will unfor- 
tunately experience the same pain and suffering and loss that we 
have felt in the gay community I can tell you from a very personal 
standpoint: I do not want that to happen. Thank you. 
Mr. Waxman. Thank you very much. 
Mr. Kihnel. 

STATEMENT OF CHRIS KIHNEL 
Mr. Kihnel. Distinguished Congressmen Leland, Fields, Chair- 
man Waxman, thank you for having me. If I had known the con- 
text of Dr. Haughton's testimony today, as a Texan, I would have 
worn my boots. 
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My name is Chris Kihnel and I am a 30 year-old native Houston- 
ian and Texan, and I am a person with AIDS. I am president of the 
People with AIDS Coalition of Houston, operating under the aus- 
pice of the National Association of People with AIDS in Washing- 
ton, DC. 

I was diagnosed with Pneumocystis pneumonia on August 1, 
1986. After three bouts of PCP, which nearly killed me, I recovered 
under the care of Dr. Gary Brewden and the staff of the Institute 
for Immunplogical Disorders. I was fortunate in having converted 
my group health insurance policy to a personal policy 3 months 
prior to my diagnosis after a job layoff. My policy covers every- 
thing but out-patient prescription drugs, including AZT, which has 
sustained my life up unl:il now. 

I aiust find the means to pay for this drug after 2 more weeks' 
grace period, since the open drug study has ended and AZT has 
been approved by the FDA, and there is no local, count. State, or 
Federal funding yet for indigents on AZT. 

My only source of income is $627 per month Social Security Dis- 
ability, out of which approximately $200 goes to my insurance cov- 
erage. Due to my qualifications and my concerns as a person with 
AIDS, I would like to address the concerns of AIDS in our Black 
and Hispanic communities. 

According to national statistics, minorities take up 41 percent of 
the 33,000 confirmed cases of AIDS since 1981. Blacks and Hispan- 
ics are over-represented in AIDS cases. Blacks account for 12 per- 
cent of the U. S. population and 25 percent of AIDS cases. Hispan- 
ics make up 10 percent of the U. S. population and account tor 14 
percent of the total AIDS cases. Three out of every five children 
with AIDS are Black. 

Based on future predictions, the minority community will contin- 
ue to pay a heavy toll due to AIDS. Minorities in Houston in 
Harris County are imminently affected by AIDS and will continue 
to be affected in increasing numbers in the future. 

Of particular concern is Black and Hispanic youth in Houston, 
among many of whom sexual experimentation, IV drug use, the 
use and abuse of tattoo needles, chemical inhalants and others. As 
the numbers increase, so will these and many other problems. 

Great attention — local and national — has been directed on Hous- 
ton in Harris County and its proposed solution to the management 
of the current AIDS problem as it effects indigents. 

Considering the number of Blacks and Hispanics who depend 
upon public hospital and medical care, the facts regarding minority 
groups require an even heightened awareness by Harris County. 
Currently, poor people with AIDS are provided treatment through 
the Harris County Hospital District at Jeff Davis Hospital and its 
16-bed AIDS facility. 

There are current problems at JD's AIDS ward, including pa- 
tients having been turned away because they have been told JD is 
at capacity, inadequate social worker staff, inadequate equipment, 
insufficient bilingual staff to service the AIDS area. Discharges are 
not coordinated between social work, medical and pharmacy. Often, 
family members have had to wait excessive hours due to this 
breakdown. 
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The status of continued County funding for AZT and other such 
life-suscaining drugs is yet undetermined. 

Houston has a worldwide reputation as a medical center. The 
public health care system in this part of the country is more like 
Harris County's than systems in New York and California. The in- 
quiring eyes of the media are focused on how we in Harris County 
in Texas will mobilize to respond to these urgent needs. 

I know Mr. Waxman is concerned for my needs as he is for his 
own constituents in California. I met him in California. I hope Mr. 
Leland and Mr. Fields will follow his example and go back to 
Washington with the same compassion and dedication as my 
friend, Henry Waxman. Thank you. 

Mr. Waxman. Well, thank you very much for those generous 
words. And you can be assured by the fact that Mr. Leland and Mr. 
Fields are here that they, and that I am here as well— we want to 
learn what we can from the experiences here in Houston and give 
this information to our colleagues as we try to figure out the appro- 
priate Federal response. 

Let me ask you this question. You have insurance. You are work- 
ing with other people who have AIDS. Are they as fortunate as you 
are to have insurance? 

Mr. KiHNEL. No, sir. I would say over half the people I know, or 
possibly as high as 75 percent of them, are indigents and do not 
have in3urance. 

Mr. Waxman. Now, if they do not have insurance, how do they 
get their health care for AIDS? 

Mr. KiHNEL. Well, currently, through the Harris County Hospital 
District at J. D. Hospital— Jeff Davis Hospital. 

Mr. Waxman. And is that— does that provide the whole r jnge of 
services that are needed for these patients? 

Mr. KiHNEL. Although the staff out thei« has done an exception- 
al job with what they have to deal with, the quality of care is 
pretty good. I have some friends that so out there. I do not person- 
ally. I have some friends that go out there. And the quality of care 
18 good at this time. But, cf course, by the end of 1991, they will not 
be equipned to deal with the statistics— the number of cases. 

Mr. Waxman. Now, you have insurance, but you indicated your 
insurance will not pay for high-rriceu prescription drugs. Will they 
pay for any prescription drugs? 

Mr. KiHNEL. They will only pay for in-'^atient prescriptions. 

Mr. Waxman. In-patient. 

Mr. KiHNEL. And, since I am health and my life is being sus- 
tained by AZT, AZT and all my other out-patient prescription 
drugs ere not covered under my insurance 

Mr. Waxman. Now, let us say you v/ere on Medicaid, which is 
the health care delivery system for the people who have impover- 
ished themselves 

Mr. KiHNEL. Yes, sir. 

Mr. Waxman. Would, would tnc Medicaid program i;i Texas nav 
for AZT? ^ 

Mr KiHNEL. No, sir, I do mi believe so at thi i time. 

Mr. Watman. So, we are talking about a drug that means that 
people can survive 

Mr. KiHNEL. Yes, sir. 
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Mr. Waxman. —with this disease. And often survive outside of 
the hospital setting. And without this drug, people will die. 
Mr. KiHNEL. That is correct. 

Mr. Waxman. And, in Texas, under the Medicaid program, they 
are not pa3dng for this drug. What happens to those people who do 
not have the drug paid for by the Medicaid program? 

Mr. KiHNEL. They will die. 

Mr. Waxman. They will die; no choice about it. • 
Mr. KiHNEL. Yes, sir. And, even though I have insurance and do 
not qualify for Medicaid because my— supposedly, my Social Securi- 
ty income is so high at $627 a month, since my insurance does not 
cover it, I am considered indigent in that case, too. 

Mr. Waxman. Ms. Lovell, your Foundation is dealing with people 
who come in for services. I assume that most of the services that 
the Foundation and the AIDS Clinic supply are to gay men. Is that 
correct? 

Mr. KiHNEL. I would say a mfyority, but not all. 

Mr. Waxman. You also provide services to heterosexuals? 

Mr. KiHNEL. Oh, yes, sir. 

Mr. Waxman. Are people afraid to be seen going into what they 
might consider a gay clinic or a gay facility? 

Mr. KiHNEL. I believe that is true. We get a lot of calls on the hot 
line, in fact. Probably over 50 percent of our hot line calls are from 
people, heterosexual people, that want information, but are afraid 
to go anywhere and get that information, so call on the hot line. 

Mr. W/XMAN. If someone wanted to be tested to see if they had 
the virus in their blood, in Houston, TX, where would they go? 

Mr. KiHNEL. They would go to the Montrose Clinic. The other— 
the program at the Montrose Clinic is voluntary, anonymous test- 
ing with pre- and post-test counseling. They have an excellent pro- 
gram. You may go to the Institute and be tested, of which there is 
a charge. But you are given the opportunity to pick either anony- 
mous or confidential, of which "confidential" means a name is 
taken. We have a hard time in referring people out there other 
than saying, 'Take it anonymously," because we all know the type 
of discrimination that takes place when your name is attached to 
an HIV antibody positive test: You can lose your insurance; you 
can lose your job. So, we infoi-m people, if they want to take the 
test, to please take it anonymously. 

Mr. Waxman. And do you know if there is a waiting period of 
time for people to get the test if they wanted to take it? 

Mr. i iHNfiL. I do not know at the Clinic if there is a waiting 
time, truthfully. I have not heard that there is. I know that there 
was an increase in the request for testing. 

Mr. Waxman. Mr. Perez, you think that we need a targeted cam- 
paign of AIDS education to reach the Hispanic community? 

Mr. Perez. Yes. All Hispanics. Maybe one to even reach the gay 
Latino. And, you know, the Hispanic Community. Because there is 
none at the moment. People are scared out there. They are fright- 
ened, you know. They do not— they get a lot of misinformation. Tlie 
Latino publications which exists here in Houston are over-wrought 
with misinformation about AIDS. And they continue this, you 
know, problem. 



ERLC 



141 



137 



Mr. Waxman. Well, is it that they get misinformation and they 
do not think it could effect them because they think it is only a gay 
disease? Or are they getting misinformation about how it is trans- 

4 mitted? 

Mr. Perez. I think what it is, is that the publications in most of 
the Hispanic communities is not taking it serious at the moment. 
There is not enough energy being put into it and that is one reason 

• I am here. I am not a professional educator. I am not a counselor. I 

am just an activist and a concerned citizen. And we have had to 
take these initiatives to educate the gay Latino and Hispanic com- 
munity, in general, because of that. We do not have the profession- 
als out there to do that. What we have had has been limited. 

Mr. Waxman. All right. I thank the three of you and Reverend 
Law^n for his testimony. It is clear that what is going on in Hous- 
ton is not all that unique, except this city, Los Angeles, San Fran- 
cisco, New York, Miami, are cities that are on the cutting edge of 
this epidemic. And the rest of the country will learn from your ex- 
periences and, hopefully, not from your mistakes. But, if need be, 
they will have to learn from mistakes. 

And one mistake is that if we do not educate people, inform 
them, about what is happening with the spread of this disease, the 
nuir*>ers of cases are going to multiply. And, with those people who 
hove AIDS, we have to make sure that they get the treatment nec- 
essary. 

As a humane society, wl h the values that we hold, it is incon- 
ceivable to me that we would allow people to go without the one 
drug that could keep them alive. And, if we do that, then we are 
giving a lie to the values that we have claimed as a society, that we 
are not going to say to someone simply because they cannot afford 
health care that they are going to be condemned to death. 

I appreciate what you have had to tell us today. I am going to 
turn over the question to Congressman Leland, and the gavel. Un- 
fortunately, I have to leave to catch a plane: but Mr. Leland is 
going to chair the rest of the hearing, and we will share the tran- 
script of comments with our colleagues in Washington and be 
mindful of what is going on here in Houston as we try to figure out 
what is the appropriate Federal response. Thank you very much. 

Mr. Leland. 

Mr. Llland. Thank you, Mr. Chairman. If I may, having as- 
sumed the position as Chair, now, dispense with the policy that has 
been established earlier, just temporarily. I would like for you to 
give your thanks to Henry Waxman, our Chairman. Thank you, 
Mr. Chairman. 

I am particularly concerned about the information that was 
given by Dr. Haughton. I hope he is still here. But I am concerned 
aboat the political implications here. While I recognize Dr. 
Haughton as having spoken, not necessarilv from his personal 
point of view, but from his representation of the city— I am con- 
cerned that, indeed, that if the city is taking an attitude that they 
are not prioritizing this in the highest way, not only the current 
situation with the AIDS epidemic in Houston, but the spreading of 
A^DS to all of our community will continue to increase in severity, 
i would like to just ask you to respond, if you will, more in full, 
about the implications here: The fact that the, if Ms. Lovell's state- 
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ment is correct, Houston has only spent $21,000 in this matter, and 
reducing, I guess, to some extent, their commitment by $100,000 if 
in fact that is the case, where they have received $100,000 from 
outside sources. 

What is your opinion about this in each of your cases, particular- 
ly, the gentleman who has AIDS now? 

Mr. KiHNEL. Well, Mr. Leland, I think that due to the lack of the 
city, county and State in funding education that there is a great 
deal of ignorance and fear. And 1 believe most of the heterosexual 
community does not understand AIDS. They do not feel thet it can 
effect them because of the lack of money that is being spent. 

A.nd I feel that the city of Houston has completely turned its 
back on its community as far as addressing AIDS and educating its 
community. 

Mr. Leland. Can you speak more specifically about the city of 
Houston and why you feel that it has not responded to the extent 
that it should? 

Mr. KiHNEL. I think Sue could probably be more specific. All I 
know is that they have not spent anything on educating the com- 
munity. And that has led to ignoran'^e and fear. 

Mr. Leland. But it seems to me, though, that, if it is a matter of 
fear, that— and I guess it is more because of the ignorance — that, if 
:t was 1 matter of fear, then indeed a lot of money would be spent. 

Mr. KiHNEL. You would think so. You would think it would be 
one of the main issues on the city council's agenda; but, instead, 
they have ignored it. 

Mr. Leland. Ms. Lovell, would you like to respond? 

Ms. Lovell. Yes. I mean certainly the city has not paid the t3rpe 
of attention to this problem, nor is it a priority. That was verbal- 
ized todav. Given the state of the economy in Texas and the finan- 
cial problems that we are facing, you need to prioritize. There is 
money available through the Federal Government in which this 
city could go and secure to do the type of educational programs 
that need to be done. 

Given the statistics in Houston, right now, of 95-96 percent of 
the cases still involve gay men, I believe that the general popula- 
tion is beginning to understand that this is not just a disease that 
affects gay men, but a disease which will infect them. 

But I do not think they have quite gotten it, yet, and, especially, 
when they listen to statistics. What needs to take place is the lead- 
ership from this city needs to point out to the general population 
that, indeed, it is a problem for them. And that they need to be 
educated and, through education, they can prevent the spread of 
this disease. 

Given those statistics that we have, we are in a unique position 
here in Texas to really show that education, indeed, can stop the 
spread of the disease. With the statistics of 95-96 percent, if we had 
a well-organized, well-funded educational program to the minority 
community— women, the general pnopulation, teenagers— we might 
be a model in showing that education does cut down the numbers. 
It is effective. 

We have a particular difficulty with the Black community. It is 
perceived as a white person's disease. Unfortunately, we have lead- 
ers like Reverend Lawson that are standing up and speaking out. 
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But one person cannot do it alone. It will take a community effort 
from the Black community. It will take targeted, specialized pro- 
grams into those communities, not just a general informational 
brochure. 

The Hispanic community faces particular problems simply be- 
^^1. language barrier, different cultural problems. And, quite 
truthfully, the mfluence of the church— that will make it particu- 
larly diffiailt m educating and getting them to understand that 
this can effect them, but they can prevent it from happening. 

Women need to take it seriously. Especially, we have seen the 
numbers effecting women of child-bearing age. I take that, you 
know, quite seriously. And so should everyone. 

Quite frankly, the leadership in this city needs to stand up 
and say. This is a problem. And we are going to do somet* \ig 
about it. And so are you. And we are going to show you how to pre- 
vent yourselves from getting that disease.'^ 

If that happened, we might withstand those stat tics that Dr 
Haughton would like to have. 

Mr. Leland. I understand. Let me, before you pass the micro- 

Ehone, let me ask you: Were you involved in the testimony at all 
etore the State legislature in an effort to try to get legislation 
passed where more funds would be or funds would be allocated by 
the State of Texas targeting this problem for resolution? 
Ms. LovELL. Yes, sir. I was involved with that. 
Mr. Leland. What was the prevailing attitude that vou confront- 
ed with the State legislature in this matter? 

Ms. LovEix. I think the prevailing attitude was the getting 
caught up on the statistics, again, of 95-96 percent gay men and IV 
drug users. And it seemed to be a real lack of concern simply be- 
cause IV drug use is illegal. And, in the State of Texas, we do have 
a sodomy law. So, it was like, "We cannot justify giving this 
amount of money in hard times to two groups of people which are 
realW considered criminals." 

I do not think that they understood that this disease isn't just 
limited to that group and we are very concerned about this ticking 
time bomb. 

Mr. Leland. If I may, and it might be conjecture on i part, but 
having served in the body of the State legislature for j years, it 
seems to me that by now— and I have been out of that body for 
years— that it would have evolved to contemporary times in 
1987 when, in fact, our legislators should realize that even if those 
who are affected by this terrible, terrible disease are, as far as they 
perceive, undesirable, that in fact they should know tnat an epi- 
demic of this kind is pervasive and. thus, affects the universal pop- 
ulation of our city— our State, rather. 

I just find— I find it very difficult to understand their non-re- 
sponse to this very serious problem. 

Ms. LovELL. So do we. 

Mr. KiHNEL. So do we. 

Ms. LoVELL. Yes. This is kind of where a trickle down theory 
comes into effect and is very effective. Obviously, there is homopho- 
bia in the Texas House. Because of that there is no money allocat- 
ed, which means that because of homophobia, people— minorities, 
women, children— also suffer. So, it trickles down from homophobia 
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and then because of homophobia, it really cuts off the care and 
help that other groups of people need. And that is really unfortu- 
nate. But they are not past that, yet, unfortunately. 
Mr. Leland. Mr. Perez. 

Mr. Perez. Well, I would just like to comment on Dr. Haughton's 
remarks about having done some considerable work into the city of 
Houston regarding AIDS. All the past 2 weeks we have looked for 
materials on AIDS, pamphlets and other documents in Spanish, 
and it is almost non-existent. I think the only pamphlets I have 
seen are the Foundation— the AIDS Foundation's, here in Houston, 
that have published their, I think three of the Spanish language 
pamphlets. The city of Houston has not provided an^'thing. I have 
not seen anything anywhere in any of the multi-service, purpose- 
service centers or any of the other city facilities. There just has not 
been any real effort from the city. And I do not believe there will 
be unless they are really nudged into it. 

Mr. Leland. Well, let me just thank all three of you for your 
participation and for the record. Reverend Lawson, for his partici- 
pation, also. You have been invaluable to the Congress of the 
United States. And let me assure you that your testimony will be 
very highly regarded. And, for the purpose of the record, too, I 
would like to insert into the record, without objection, an article 
that is dated March 1987, that was written by Miss Allison Cook, I 
think her name is, in "Texas Monthly Magazine" dated March 
1987. I think it corroborates to some extent what has been said 
here with this panel. 

[The material referred to follows:] 
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Mr. Leland. I want to thank you very much. 
Ms. LovELL. Thank you. 

Mr. Leland The Chair would now like to ask that Dr. Peter 
Mansell from the Institute for Immunological Disorders and Dr. 
Robert Awe, from Jefferson Davis Hospital, please come forward 
for your testimony. 

Let me welcome both of you. Let me also apologize for the neces- 
sity for the Chairman to have left by this time. He assured me t,hat 
he was as interested in your testimony as those who had appeared 
before you and, indeed, will look at your testimony, as a matter of 
record, when this record is completed. And for the purpose, tec, of 
your testimony, the entirety of the testii^-^ony of the Subcommittee 
on Health and Environment of the Energy ar^d Commerce Commit- 
tee will also be made available. Your testimony will have been 
available to the membership therein and to those who are con- 
cerned about this very dire, dire problem. 

Dr. Mansell, you may proceed. 

STATEMENTS OF PETER MANSELL, INSTITUTE FOR IMMUNOLO- 
GICAL DISORDERS; AND ROBERT J. AWE, CHIEF, PULMONARY 
MEDICINE, JEFFERSON DAVIS HOSPITAL 

Mr. Mansell. Congressman Leland, it is a pleasure to 

Mr. Leland. You might want to hold it very close. Dr. Mansell. 
Mr. Mansell. There is a switch. If all else fails, follow the direc- 
tions. I speak about as softly as you do. It is a pleasure to meet you. 
again. 

I must admit that I sometimes wonder if I live in the same city 
as Dr. Haughton. 

But without going into that in any greater detail, I must say that 
I find some of his wishes highly desirable, but some of the facts on 
which he appears to base them are rather questionable. 

I do disagree with him intensely about his implication that M. D. 
Anderson, which is the State cancer center, abandoned AIDS pa- 
tients. This, in fact, is not the case at all. And the Institute, in 
which I have the honor to work, is a marriage between American 
Medical International, a private hospital owned company, and the 
University of Texas and M. D. Anderson Hospital and Tumor Insti- 
tute, which still employs me, I am glad to say. 

I think that I would like by way of testimony to give a very brief 
outline of the history of the AIDS epideniic as I see it in Texas. We 
saw our first case at M. D. Anderson of a p^^rson with AIDS in No- 
vember of 198L And 2 months later opened a clinic at M. D. An- 
derson. And, in the course of the last 5 years, we have seen 1,400 
referred people with AIDS or with AIDS-related diseases. 

In September 1986, the clinical activity, I was moved to a new 
location, the Institute for Immunological Disorders And we are 
currently seeing almost 400 new cases of people refened at that In- 
stitute and our current modus operandi philosophy of looking after 
people, as I think is becoming more common, is to put the great 
emphasis on out-patient care. We currently see over 1,000 out-pa- 
tient visits a month and never have more than approximately 15 
or, at most, 20 in-patients. 
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And this, I think, is important because of cost considerations on 
the one hand and also because of the dignity and the quality of 
care that can be given at home as opposed to in the hospital. 

Very recently, to my great regret and that of my colleagues, too, 
AMI, that owns the physical facility, was forced to insist that we 
see no new unfunded patients. And the reason for that, I think, is 
important to point out that AMI has spent $2.5 million on unfund- 
ed, indigent care between the beginning of September 1986 and 
March 1987, without any help fror*i Federal, State, county or city 
sources. 

Now, I may — and, indeed, I do regret this necessity enormously 
and hope that it will only be temporary. But I think it points out 
the dire problem that we have in this country and in Texas. 

In January of 1982, my colleague. Dr. Guy Newell and I rang the 
Texas Department of Healtii in Austin to tell them that we 
thought, given what little we knew about AIDS at that stage, that 
Texas was likely to have a serious problem in the future. And, now, 
Texas is the fourth State and Houston the fourth city with num- 
bers of i-^ple with AIDS. And is still, so far as I am aware, apart 
from Dr. Bernstein's panel, which is a bright spot in an otherwise 
very murky situation, there really is no planning and no funding. 
And, indeed, there may actually be negative planning and negative 
funding, if that is something that one can think about. 

What I think bothers me even more than that is that given what 
we know about the incubation period of this disease and the laten- 
cy period, all those individuals— maybe 10,000 in Houston or in 
Texas who will be sick in 1991, are already infected by the virus. 
And we have so far nc capability of caring or ameliorating the ef- 
fects of that infection. 

The necessity for education as a means for prevention is enor- 
mous. We have an educational activity at the Institute of which I 
am very proud. I was a founding board member of the AIDS foun- 
dation and was, at least in part, instrumental in helping some of 
the early and I think excellent educational programs that that or- 
ganization bHBgan and continues. 

Clearly, we need to educate people. Clearly, the heterosexual 
population and the teenage school population is of tremendous 
need of intelligent, factual, well-delivered, effective education. And, 
frankly, I do not see that happening, other than as a result of the 
city auspices, county auspices or State auspices. 

Finally, a word about the proble ti that indigent patients have. In 
our clinic, when people came to the clinic at diagnosis, before we 
had to stop seeing unfunded patients, approximately 12 percent 
had no funding. The problem really is that as the disease pro- 
gresses, as empTo3mient is lost, as insurance is lost, that percentage 
rises to well over 50 percent. And, unless something can be done to 
provide humane, effective, economic care for these people, I person- 
ally agree with the Hasting's Center report in October of last year 
which proposes that AIDS may be the one thing that drives this 
country's health care system into socialized medicine — a thing 
which I personally would applaud, but is regarded as heresy by a 
lot of my colleagues. 

The program at the Institute for Immunological Disorders con- 
sists mainly in clinical research. We are attempting, as best we 
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can, with an aid of a contract from the Nat ional Institute for Aller- 
gy and Infectious Diseases, to look for drugs other than, but 
common with, AZT, and other agents which I will not go into de- 
• tails, to try to prevent and to treat this disease. 

We have an educational and a basic research arm. We have a 
prevention activity. We may, I hope, be one of the first, if not the 
first places to mount a trial of a vaccine against this virus. We 
have a screening clinic and we also have a hot line. And I hope 
very much that these activities can continue to help the people of 
Texas and surrounding States. Thank you. 

Mr. Leland. Dr. Awe. 

STATEMENT OF ROBERT AWE 
Mr. Awe. Thank you. 

Human infection in the indigent minority and majority popula- 
tion of Houston, if current projections are correct, will soon raise 
the cost of care to these patients to a prohibitive level in this 
county. 

At present, 20 to 30 percent of the medicine beds at Jefferson 
Davis Hospital are occupied by AIDS patients. About 30 to 40 per- 
cent of our AIDS patients are minorities. I have ':he strong impres- 
sion that my Black and Hispanic patients are not as well-informed 
as are the whites about AIDS prevention and the resources avail- 
able once they are diagnosed. More innovative education is needed 
to reach these groups. 

Due to current Texas la-v, only a small minority of indigent pa- 
tients can depend on State assistance to pay medical expenses. The 
public hospitals in counties lucky enough to have them must 
budget for this loss. Relief from the Texas legislature is a fantasy. 

One and only one possibility exists that can currently stem thi» 
inevitable tide. And that is AZT, About 40 percent of AIDS pa- 
tients at Jeff Davis, who are on AZT, are minorities. The cost of 
this drug is very high. And the taxpayers of the county currently 
are the only ones who are pa3ring for it. 

However, only three or four of the patients seen at Jeff Davis 
last year were born in this county, and only a handful of AIDS pa- 
tients seen and paid for through the county facilities are from 
Texas. The medical staff at Jeff Davis is happy to take care of 
these patients. And we admire their struggle to fight against the 
impossible odds of this disease. But this fight is costly, both emo- 
tionally and financially. 

I do not think that the city and county officials of the dozen or so 
of the major cities devastated by this epidemic should be asked to 
bear the cost, alone. The sons and daughters of small town Amer- 
ica came to the big cities because they wanted a brighter life, less 
encumbered by small town prejudice. They came by the thousands 
and they have died by the thousands. 

In their exubera.ice of freedom, they were struck down by a 
virus that no one knew existed. One to 2 million people in this 
country, we assume or think, are infected with this virus. How 
many of these will develop disease is uncertain; but it may be as 
high as 50 percent. 
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We have to stop it from spreading further. AIDS is a very simple 
di^oase not to get. But it is a very expensive disease to treat. AIDS 
is a national trauma and requires national mobilization and coop- 
eration. Rapid Medicare funding of newly diagnosed patients is des- 
perately needed. Better drugp than AZT are in sight. But, for now, 
assistance must be given to those who cannot afford to pay for it. 
Thank you. 

[The prepared statement of Mr. Awe follows:] 

Statement of Robert J. Awe 

The problem of HIV infection among the minorities and medically indigent of 
Houston and Harris County, Texas, has not yet reached such proportions that it has 
overwhelmed the County Hospital District but if the current predictions of its in- 
crease are correct, it soon will. 

At present, t' ^ pulmonary medicine floor at Jefferson Davis Hospital has 54 beds. 
Eight of the beds are in the AIDS Unit, but it is always full and usually four to 
eight ipore beds are utilized by AIDS patients. This is despite a short average length 
of stay for it patients and increased out-patient treatment for their opportunistic 
infections. 

If this population of patients increases as projected, (estimated 10,000 cases in 
Harris County by 1991) the number of beds will have to increase considerably. Con- 
tingency plems are in lace but will be extremely expensive. 

In 1986, 146 AIDS patients were admitted to our hospital; 30 were black, 25 were 
Hispanic, and 91 were white. Clearly, AfDS is affecting the minority population as 
well as the white risk groups and an increased effort to reach the black and Hispan- 
ic populations with effective education is needed. 

The average cost per patient day is $540 at Jp'^erson Davis Hospital. Only two of 
the 146 people admitted in 1986 were "paying pe .ents" t'. rough Medicaid. Most of 
our patients have worked before they got sick. Thus they . alify for Social Security 
Disability and, in Texas if their Social Security Disabilicy ^neck is greater than $340 
per month, the Medicaid is stopped which means they have no medical coverage. 
They will not qualify for Medicare until they have been disabled for 2 years and 
most will not live for that long. 

One, and onlv one, possibility exists at present that may stem the inevitable tide 
of HIV infected patients progressing into AIDS. And this is Retrovir (AZT). Current- 
ly, 35 padents at Jefferson Davis are on this drug and the results are truly remark- 
able. Only three patients on AZT for greater than 6 weeks have had to be readmit- 
ted, and all were for short stays (less than 5 days). Of the 35 patients, 9 are black, 6 
are Hispanic, and 20 are white. 

The Harris County Hospital District has budgeted $500,000 to pay for AZT for 
next year because we projected about 50 patients would be on it by then. However, 
with the recent release of Retrovir (the new trade-name for AZT) to a larger popula- 
tion, it is probable that well over 100 patients with AIDS will be placed on this drug 
in the next 6 months, at a cost of over $1 million. Althoiigh it can be iustified that it 
is costtfTective to spend $10,000 per year per patient to keep them relatively 
healthy and out of hospitals, it will still place an overwhelming burden on the tax- 
payers of this county. 

I am afraid that many lower income patients who are now working but have inad- 
equate insurance coverage will become medically indigent because of the high cost 
of AZT. They will come into the public hospital system to obtam this life-sustaining 
drug. I do not feel the local government of the major cities (New York, San Francis- 
co, Los Angeles, Houston, etc.) should have the burden of this epidemic alone. 

AIDS is a national problem. It requires national coordination and mobilization. I 
strongly urge that AIDS patients be eligible for Medicare soon after the diagnosis is 
made, and that the cost of AZT be covered, at least partly, under this program. 

Mr. Leland. Does the Institute accept patients whose only source 
of payment is Medicaid? 
Mr. Mansell. Yes. 

Mr. Leland. Where do you refer patients without insurance? 

Mr. Mansell. Well, apparently, there is only one place in this 
area that I am aware of. And that is Dr. Awe's clinic at Jefferson 
Davis. I think that p^.ople who have the ability to travel can go 
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down to the John Sealy Hospital in Galveston, but that is a consid- 
erable way. And the facilities are limited there, as well. 

Mr. Leiand. What percent of the Institute's beds are occupied on 
most days? 

Mr. AIansell. Well, we have the capability, currently, of looking 
at about 80—75 to 80 in-patients. We have never had more than 
about 20. And that is partly due to our philosophy, which is, as I 
pointed out, is to try to keep people out of the hospital in order to 
look after them, I think, better and more humanely and reduce 
costs. 

Mr. Leland. Does your Institute receive Federal or State assist- 
ance in providing care or in preforming research? 

Mr. Mansell. We have a contract from the National institute of 
Allergy and Infectious Diseases which pays some salaries and some 
supplies for basic research and clinical research, but nothing relat- 
ed to patient care. We have managed to get funds, in some cases, 
from private pharmaceutical companies to cover some patient-re- 
lated costs. But they barely or seldom cover anythirr other than 
sort of bare minimum costs. 

Mr. Leland. Let me ask Dr. Awe. 

Dr. Awe, roughly, what proportion of your AIDS patients have 
insurance? 

Mr. Awe. None of them. By definition, to come to the county hos- 
pital, they cannot have insurance. 

Mr. Leland. Are they Medicaid beneficiaries? 

Mr. Awe. Well, see, that is the problem with Texas law. They— 
as soon as they are diagnosed as AIDS, they get on Medicaid. But, 
most of the AIDS patients have worked and have had jobs and 
have paid into Social Security. Within 5 months of being disabled, 
they then get their disabilitv through the Federal Government and 
Medicaid is cut off. When they get their Social Security Disaoility, 
th.s does not cover hospital care, so, that only a very small n amber 
of so-called "patients'^— our patients at Jeff Davis— pay. Even 
through Medicaid, it has been run out by then. 

Mr. Leland. In that light, they are related to the gentleman who 
spoke earlier who was or is an AIDS victim? 

Mr. Awe. That is correct. 

Mr. Leland. Who pays for the care of people v/ith no insurance 
or Medicaid*^ 

Mr. Awe. The taxpayers of Harris County. 

Mr. Leland. To what extent ie that allowed over a period of 
time? 

Mr. Awe. I am sorry, I do not understand the question. 

Mr. Leland. Well, the question is: How long, how many of 
these— are all patients allowed to come in to the Harris County 
Hospital? ^ 

Mr. Awe. No, sir. They are not. There are very strict require- 
ments to get indigent care in this county. Number 1, obviously, you 
have to be indigent. Number 2, you have to have been a resident of 
Harris County for at least G weeks. And you have to prove that. 

And, so, what we have is problems with patients coming from 
surrounding counties with AIDS, who we cannot take care of 
unless they are, you know, literally at death's door, because they 
are not residents of Harris ^r^unty. 
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And it is my understanding that John Sealy in Galveston will 
not take patients from most counties in Texas. They only take 
them from three or four of the surrounding counties of Galveston. 
So, it ^3 a tremendous problem for patients coming from outside of 
Harris County to get care anywhere, particularly, if they are indi- 
gent. 

Mr. Leland. Will John Sealy take patients from Harris County? 
Mr. Awe. No, sir. They will not. 

Mr, Leland. They \>ill not. Then that goes right to the heart of 
the concern of my colic, igue, Mr. Fields, who was concerned about 
those outside of Harris County. 

Mr. Awe. Absolutely. 

Mr. Leland. When 

Mr. Awe. I am sorry. 

Mr. Leland. No. I just wanted to find out where they gq, then, if 
they cannot get help here in Harris County or in Galveston 
County? 

Mr. Awe. Right nov , I do not think there is any place they can 
go. I really do not. I think this is why it is so important that the 
Federal Government realize that this is a National problem. And 
the only solution that I know of is to get these folks on Medicare, 
which is Federally funded, as early as they can. Right they 
can get on Medicare if they have been disabled for 2 years. But, as 
you well know, most patients with AIDS do not survive 2 yea^. So, 
very rarely, do they live long enough to even get on it. 

Mr. Leland. So, then, there are people out there who are literal- 
ly at the brink of death and uome who have died because they do 
not have access to the kind of care that is provided through the 
county— through the Harris County Hospital District? 

Mr. Awe. I am convinced that that is true, ye*^ 

Mr. Leland. What— maybe I should ask— well, before I ask this 
question of both of you, let me ask: Roughly, what percent of your 
hospital's— you said 20 to 30 percent; is that right? The Harris 
County Hospital District? 

Mr. Awe. And that is just medicine beds, obviously. Jeff Davis is 
really, mainly, an OB hospital. It is the largest obstetric hospital in 
the whole country. But the seventh floor of Jeff Davis is a medi- 
cine—of course, it is part of the Baylor program: Baylor teaching 
hospital. And there is about 55 medicine beds. And about 20 per- 
cent of them all are usupHy occupied by AIDS patients. 

Mr. Leland. And what percent of them are minorities? 

Mr. Awe. It runs around 30-40 percent are minorities. When I 
made rounds Saturday, there were 10 AIDS patients in the house. 
Eight were Black, one was Hispanic and one was white. But, again, 
that was an unusual weekend. But it usually runs more like 40 
percent. 

Mr. Leland. About 40 percent. 

Mr. Av7E, Right. 

Mr. Leland. Let me ask you something. I hear the resounding 
cry for politicians who are in positions of authority to do something 
about this in the State, Federal and local governments. Let me just 
ask you: What is your admonition to us, those of us who have some 
ability to hopefully do something about this program? 
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Mr. Awe. Well, it just seems to me, as I said in my opening com- 
ment, that thp cities — the big cities like Houston and Sa^ Francis- 
co and New York and Los Angeles are having to pay exorbitant 

• amounts of money to take care of these folks. And as I — we just are 
not going to have the money in Harris County. If it is true that we 
are going to have 10,000 people by 1991, we are going to have to 
open up huge numbers of new beds and hire new staff to take care 

• of these folks. And it looks now like those predictions are going to 
be accurate. And we are going to have to go, I guess, to the county 
taxpayers and ask them for more property taxes. 

But I do not think it is fair that Houston and the resident? of 
Harris County have to pay all of this cost. I think this is a Nation- 
al, Federal problem. 

Mr. Leland. Now, Dr. Awe, you are talking about— you are talk- 
ing about patient care, now. And, on top of that, we are talking 
about preventive measures like education. 

Mr. Awe. That is true. 

Mr. Leland. We are talking about even a more massive amount 
of money. 

Mr. Amte. That is true. It is very expensive, but it is something 
that has to be done. These people are dying and probably most of 
the ones that are infected are going to eventually get the disease. 
And, once they get the disease, they are very hard to take care of 
and it Is very costly. 

Mr. Leland. I am concerned that the State legislature has done 
what it has done. Do you think that this problem is priority enough 
to the extent that we ought to expect and hope that the Governor 
of the State of Texaf will call a special session— it seems that since 
this s^ion of the legislature is so far spent— targeting or at least 
prioritizing this issue as one that should be regarded as substantial 
enough for the Governor to pay that kind of attention? 

Mr. Awe. Well, I do not know if I could recommend they have a 
special session. All I can say is: We went to them and asked them 
just to help us pay for A27r, which we estimate Harris County, 
alone, is going to cost $1 million in the next year, out of our local 
hospital budget just to support AZT for our indigent patients, 
which we, of course, intend to do. But, when we went there, they 
just said it is Houston's problem. It is not problem as far as Texas 
is concerned, not considering the fact that when Houston was the 
boom town, people came from all over che country to this city. And, 
now, many of ..hem have AIDS, 

Mr. Leland. Well, the last I looked, I did not realize that Hous- 
ton had seceded from Texas. 

Mr. Awe. That is what they said They said, "It is Houston's 
problem. I will not fund this." 

Mr. Leland. Well, let me ask you soi >ething. Dr. Awe. Have you 
appealed to the Harris County delegation to the State legislature, 
which at one point— at one time in history, was reputed to be the 
most powerful delegation in the State legislature. 

Mr. Awe. We have written letters asking Mrs. Moore, who is the 
Administrator at Jeff Davis, went up there personally and testified, 
asking for help. And they, just, to say the least, were unsympathet- 
ic with our problems. 
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Mr. Leland. Well, may I suggest something to you. And I guess 
this is outside the purview of my responsibilities as a legislator in 
Washington, but I think it is my responsibility as an aspiring hu- 
manitarian, and that is that you might call on the Harris County 
delegation to the State legislature to do all that they can to rectify 
this horrible situation that has been imposed by the State legisla- 
ture by its inaction. 

Mr. Awe. Yes, sir. We will certainly try that. 

Mr. Leland. Dr. Mansell, do you nave any other comments you 
would like to make? 

Mr. Mansell. Well, I think from the Federal point cf view, set- 
ting aside more local considerations, one thing that is terribly im- 
portant is that the decision of the high court last year soniehow be 
set aside: that employers can fire employees whom they think pose 
a health threat to the rest of the work force. This has adversely 
affected people with AIDS to a tremendous extent. 

Because, of course, what happens following that is these poor in- 
dividuals lose their health insurance and even the provisions of the 
Cober Act are totally inadequate, since they usually cannot afford 
to pay their own health insurance. 

I absolutely agree with everything that Dr. Awe said. I think 
that until the legislature and, perhaps most importantly of all, the 
people of Texas realize that this is a problem that affects every- 
body, regardless of race, color, creed, sexual preference, or any- 
thing else, we are really not going to get very far. 

I had the good fortune to attend a breakfast at the Governor's 
House at which Surgeon General Koop was a guest. And I over- 
heard a conversation from one of the Harris County legislators 
with him complaining about the fact that if money were given to 
solve the — as he put it, '*AIDS pi^oblem," then money would have 
to be taken away from crippled children and our cancer pc^tients. 
And how would one not be able to make the kind of choice that he 
was suggesting? 

And I think that it is this attitude— more than anything else— 
which caused the disallowment or non-voting or negative legisla- 
ture on the part of Austin on funds to help people with AIDS. 

Mr. Leland. It looks like we have to begin our education pro- 
gram with our politicians. 

Mr. Mansell. Are you going to open this to other people on the 
floor? Is that a question I can ask off the record or not? 

Mr. Leland. Well, no. You are very welcome to ask any question 
of the Chair thai you so desire. We have very serious time con- 
straints. The recorder and the Chairman's assistant both have to 
get back to Washington, and, as an official hearing, we mu<^ 
adhere to the parameters that were set out prior to the hearin^^ 
time. 

Let me suggest to you that what I can do, as an adjunct to this 
hearing and I will plan to do that because I understand that there 
are many concerns here that we have not, in Houston, adequately 
covered this topic, that this Member of Congress, and hopefully 
with the concerns that Congressman Fields has represented here, 
today, we will further pursue this matter by having possibly a 
county-wide hearing, or even with the concerns that Representa- 
tive Fields has with those who are outside the county, to whatever 
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practical extent that we can, we will hold an informal hearing on 
this matter or hearings cn this matter in order that we can get the 
full participation of those who would want to participate. 

This is not just a "Show and Tell" one-time affair, as far as I am 
concerned. This is something that we are going to have to concern 
ourselves with over a long period of time. And this one Member of 
Congress, anyway, is committed to further pursuing this matter. 

It has been over a year, now, that we have asked the Chair to 
come and participate in a hearing like this because of budget con- 
straints. I mi«^ht add that we were hit as hard— those of us who are 
Chairs of committees and subcommittee Chairs were hit as hard 
with the Gramm-Rudman perpetration, if you will, as anybody. 
And, because of that, we were unable to travel to do many of the 
field bearings that we wanted to do last year. 

Things have loosened up to some extent and to that extent we 
want to pursue this matter further. We want to do some onsite 
visits, as well as holding further testimony and doing open forums 
so that vre can get a greater participation. We apologize to those of 
you, by the way, in the audience who would want to participate at 
this hearing. But, hopefully, you will bear with us and understand 
that we are committed and that this is invaluable. This has been 
an invaluable hearing and hopefully it will illuminate the problem 
in the city cf Houston to the extent that we will get some response 
for the powers that be. 

With that, let me just thank the two witnesses who have ap- 
peared here. Let me thank all of you. Again thank Texas Southern 
University for hosting this, and more particularly. Gene Harring- 
ton, who has been most gracious in facilitating this opportunity for 
us, today. 

Let me just say that some of the problems that we have incurred, 
too— also illuminate another problem. And that is that Texas 
Southern still remains, to some great extent, the bastard college of 
the college system of this State. And some of those problems that 
we have incurred today have been because of the lack of resources 
provided Texas Southern University. 

And, as an alumnus of this very distinguished institution, let me 
say that I hope that in the future we will have this proportionate- 
ly—especially regarding the past transgressions on the part of the 
Slate Icgialature — we will have proportionately the adequate funds 
to run this institution as a first-level institution in our State. The 
first level institution that indeed it is, at least in terms of the facul- 
ty and administration and the student body that matriculates here. 

I thank all of you. The Congress will continue to monitor the sit- 
uation and the Chairman, of course, is an outstanding leader in 
this area of concern and I associate myself to the extent that I am 
as committed to doing as much as I can as the Chairman is. 

Let me also issue one more admonition. Since I am a Member of 
the United States Congress who has a parochial interest in the city 
of Houston in that I represent at least 525,000 citizens of the city of 
Houston, and that is that, while we do concern ourselves wi h the 
spreading problem of AIDS amongst the heterosexual and minority 
communities, that indeed we should not— just because that prob- 
lem is spreading to other communities, we should not ignore the 
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very serious humanitarian problem of ignoring the problems of the 
homosexual community of our city, or State and our country. 

I think that we should have heeded the call a long time ago, re- 
gardless of the sexual preference of anybody who has been affectec' 
or aflnicted by this incredible disease. 

We represent a country that is based on the moral authority in 
the world chat we hopefully assume. We recognize that there are 
many faults with our system. And we hope to correct them. But I 
think that first and foremost, when any segment of our human so- 
ciety is at risk, this country should indeed pursue trying to resolve 
those problems as quickly as possible and as effectively as possible. 

So, with that, let me just thank all of you for your participation 
and hope that America will indeed become America for all of its 
people. 

Thank you very much. 

[Whereupon, at 11;55 a.m., the hearing was adjourned, to recon- 
vene at the call of the Chair ] 
[The following statement was submitted for the record:] 

Statement of AIDS Foundation Houston by Michael B. Wilson, President 

Emeritus 

Having AIDS inywhere is a physical, emotiGnal, financial, and personal tragedy 
Living with AIDS in Houston is punctuated by an apparent lack of concern, compas- 
sion, and response from those pub-.c and private agencies we expected to come for- 
ward with help. 

Since 1982, we have knocked on every door at City Hall; we have been told repeat- 
edly that such a health issue is iiot the responsibility of the city government. We 
have beaten the trail from health departments to health-related funding agencies; 
we have been told that AIDS was not a problem in HouSto We have prepared edu- 
cational materials on AIDS prevention to be informed such efforts were lewd and 
disgusting. We have developed and offered training programs, brochures, and policy 
manuals for businesses, scnool districts, and public health agencies only to have 
them tabled by frightened administratoi^. Ii the vacuum, we developed our own 
social service, assistance, counseling, and educational programs to fill in the gaps. 
All were funded by the efforts of community volunteers. 

Other than Federal social security and a few minimal county and State programs 
for the near-indigent, the prospects for a person with AIDS in Houston are bleak. 
I've heard it said, "If you re gonna get AIDS in Houston, you'd better be rich or 
well-insured.'' 

For the Houston AIDS victim who has had insuranra canceled, lost his job, or for 
whatever reason become indigent, there is precious lit;le hope for medical care and 
treatment other than the strained resources of the county hospital district and the 
State cancer hospital. 

And the list of special problem of living with AIDS in Houston goes on and on— 
from dealing with workplace harassment to backlashes from our conservative com- 
munity, from the lack of intermediate nursing care facilities to difficulty getting 
around our sprawling metropolis, from getting legal help to finding affordable coun- 
seling, and from buying groceries and cooking meals to finding a place to live when 
you're out of money. Where are the public funds to solve these problems, to support 
social services, to provide education, and to help the person with AIDS live and die 
with dignity? Where do you turn in a city that ignores you? Where do you hide in a 
community that shuns you? 

Investigational Drug Protocols 

The policies, pr •cedures, and bureaucratic sluggishness of the Food and Drug Ad- 
ministration (FDA) and National Institutes of Health (NIH) have delayed important 
human trials of investigational drugs to treat AIDS. At the same time, such regula- 
tions have kept experimental treatments away from patients who desperately need 
them. S ch problems, at a time when the deadly epidemic continues to expand, is 
leaving researchers dismaj^e'^ and patients distraught. 

Perhaps the inost significant issue involves the insistence on prospective, parallel, 
placebo-controlled phase III clinical trials for drugs shown effective and acfe in 
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phase I and II trials. While such conservative forms of scientific study serve to pro- 
tect patients from untoward side effects, drug interactions, and other unknown 
sources of harm and also serve to validate the scientific merit of such trials, this 
epidemic demands a more rapid and innovativ a response from the involved Federal 
agencies. Further restrictions, requirements, and exclusions denying patients drugs 
are based upon narrow and conflicting clinical definitions, concomitant therapies, 
and combinations with other investigational drugs in patients commonly needing 
cancer chemotherapy and/or antibiotic treatment for infectious diseases. 

In the face of a fast-growing, infectious, life-threatening epidemic predicted to af- 
flict two million Americans by 1991, it occurs to many of us that we must have the 
courage to move from traditional activities which have served us well in the past to 
a position that is dictated by the present and required by the future. There are sci- 
entifically-acceptable methods of testing these investigational drugs which are more 
humane. AIDS demands such innovations. 

And finally, there are overwhelming practical concerns to consider. One is simply 
adequate funding of these drug trials as quickly as possible in hopes of finding 
useful treatments before the epidemic expands to horrifying proportions, overbur- 
dening our health care and social service systems Another very real practical con- 
cern is that potential participants in drug research protocols^ facing impending suf- 
fering and death, and aware of restrictions, exclusions, and placebo controls, are 
seeking alternative ways of improving their health and survival. This exodus from 
research centers leaves drug trials stifled, and in the long run, we may all suffer the" 
consequences. 
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AIDS ISSUES 
AIDS Research and Education 



TUESDAY, SEPTEMBER 22, 1987 

House of Representatives, 
Committee on Energy and Commerce, 
Subcommittee on Health and the Environment, 

Washington, DC. 

The subcommittee met at 2:10 p.m., pursuant to notice, in room 
2123, Rayburn House Office Building, Hon. Henry A. Waxman 
(chairman) presiding. 

Mr. Waxman. The meeting of the subcommittee will come to 
order. 

When this subcommittee first began its hearings on AIDS in 
1982, the questions of research funding were controversial. DoIIars- 
and-cents analysis were required for each propcsal. Panels of scien- 
tific witnesses were needed to challenge the adequacy of budgets. 

Thankfully, those times are behind us. AIDS research funding is 
supported broadly. No one needs to be convinced of the need for 
such activity. 

Likewise, w' en it was first proposed, AIDS education— aimed at 
specific groups and the public at large, this was all extremely divi- 
sive at that time. Assuming that AIDS would only strike homosex- 
ual men and drug abusers, public education was said to be too hot 
to handle. When the Surgeon General proposed to tell school chil- 
dren about AIDS, he was deserted by many of his political friends. 
When a debate on a Sunday news show turned to condoms, it was 
the first time that word had been used on the air. 

To some extent, those times are also behind us. Most people are 
convinced of the need for AIDS education, and most are prepared 
to be candid. No one believes that the same messages are needed 
for third graders as are used for drug addicts, but almost everyone 
agrees that targeted information is necessary. 

Today's hearings are to start the second generation of this work. 
Having demonstrated that AIDS research is necessary, we must 
now make the government support work quickly and well. Having 
understood that everyone should be educated about AIDS, we must 
now make the lessons widespread, clear, and effective. 

No doubt there will continue to be controversies about bureau- 
cratic structures, about budgets, and about who should educate 
whom about what. 

But we are making progress in the politics of AIDS, and I hope 
that over the next few months, we will make dramatically more. 

(155) 
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Before calling on our witnesses, I want to recognize members of 
the subcommittee for opening statements, and first I want to call 
on the ranking minority member of the subcommittee, Mr. Mad- 
igan. 

Mr. Madigan Ir. Chairman, I think I have just unplugged 
somebody's microphone down here, and I apologize for that to who- 
ever the owner of the microphone is. 

Mr. Chairman, the vast bulk of Federal dollars earmarked for 
the AIDS crisis has been used to fund research. A significantly 
smaller amount has been dedicated for education and information 
programs. Almost none has been dedicated to public health regula- 
tion of the crisis. 

While I recognize that the focus of today's hearings is research 
and education, I would be remiss if I did not point out tht recent 
actions taken in my State of Illinois to deal with the AIDS crisis. 

Governor Thompson of Illinois was pre'.***nted with 17 bills relat- 
ing to the AIDS crisis whi:h had passed both houses of the State 
legislature. He signed into law 10 of those 17 bills. The legislation 
he signed will allow public health officials to trace AIDS victims' 
sexual partners. It will require AIDS testing for couples wishing to 
marry. It will allow public health officials to quarantine AIDS vic- 
tims when there is clear and convincing evidence that the public 
welfare is significantly endangered, and it will allow judges to 
order that certain persons convicted of sex offenses or narcotics-re- 
lated crimes be tested for AIDS. And finally, it will require schools 
to teach youngsters in grades 6 through 12 about sexual abstinence 
in order to avoid the AIDS complications. 

I think that these actions are clearly more effectively handled at 
the State level than at tho Federal level. I certainly do not urge 
that Federal lawmakers take the identical course that Illinois law- 
makers have taken, but I do think that the Federal Government 
has an obligation to assure that States have adequate funds to ad- 
dress the AIDS crisis on a number of fronts. 

Education and information efforts will be most effective if they 
are tailored to and by local areas. Testing programs will be most 
effective if they reflect the attitudes of local residents. 

I hope that we keep this in mind as we decide how much to au- 
thorize for the AIDS crisis, and how authorized programs are to be 
designed. We must be sensitive, Mr. Chairman, to local needs, 
whether we are talking about research, treatment, education or 
public health regulation. 

I hope that the witnesses will address the role of the Federal 
Government in assisting States during their presentations this 
afternoon. 

Mr. Waxman. Thank you, Mr. Madigan. 
Mr. Wyden. 

Mr. Wyden. Thank you very n;uch, Mr. Chairman. 

Mr. Chairman, education is an absolute prerequisite for stopping 
AIDS, and I want to commend you for holding this hearing. 

The only point that I wanted to make at this time, Mr. Chair- 
man, is that this spring, for fiscal year 1987, Congress appropriated 
$30 million for an AIDS education mailing to all American house- 
holds. As of now, that mailing has not taken place. It is my under- 
standing that the Public Health Service put together such a mail- 
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ing; however, the plug was pulled on this education mailing at the 
White House. The subcommittee staff has been informed that a 
mailing will not take place during this fiscal year which is the 
period for which the appropriation was voted on by the Congress. I 
would hope, Mr. Chairman, that the subcommittee -'ould look into 
this matter and find out what has befallen this $30 million appro- 

[)riation. It is my understanding that the subcommittee staff has 
earned that it is not an education program that will occur, and I 
hope that we would inquire further into what has happened * that 
money. 
I thank the Chair. 

Mr. Waxman. Thank you, Mr. Wyden. We will join you in that 
inquiry, and I think it is appropriate that we find out why that 
money has not been spent as Congress determined it should have 
been spent. 

Mr. Danntmeyer. 

Mr. Dannemeysr. Thank you, Mr. Chairman. 

When Surgeon General Koop made his report to the Nation last 
October, as to what the Federal Government should be doing, one 
of the things that he mentioned in his report was the necessity of 
education. I think it is important that we pursue that. But there 
was a serious omission in Surgeon General Koop's report to the 
Nation last October, because he failed to r'^sognize the inseparabil- 
ity of human sexuality and morality and ethics. That omission was 
corrected by a joint statement issued by Secretary of Education 
Bennett, joined in by Dr. Koop in January, and I think so long as 
the American government or any State or county govemnicnt or 
school district in America seeks to educate the public of America 
on how not to get AIDS, so long as we recognize the inseparability 
of education or human sexuality with morality and ethics, we will 
be on the right course. But if we are curious as to how much educa- 
tion expenditures by the Federal Government have resulted in a 
decline of pregnancies among females in our society 15 to 19, we 
have only to look at the statistics that were gathered from what we 
spent in the decadt? of the 1970's, where we spent roughly— we in- 
creased expenditures from $80 million to $300 million, roughly a 
factor of four, and for that Federal expenditure of dollars we real- 
ized an increase of pregnancies of roughly 50 percent, and a dou- 
bling of abortions, and only a small decline of live births. 

What this data tells me is this: When we seek to reduce human 
sexuality on the basis of Federal dollars spent on education, we 
lave the assurance that we are going to produce one thing; 
namely, more human sexuality. 

I am not sure that is the course we should be taking, but in light 
of the seriousness df the epidemic, maybe the result of expenditure 
of Federal dollars in education to reduce AIDS would be appropri- 
ate. We will listen to the witnesses, ind hopefuF we will make the 
correct judgment. 

Mr. Waxman. Mr. Sikorski. 

Mr. SiKCKSKi. Let me just thank you and the witnesses for doing 
their part in this fight. 
Mr. Waxman. Mr. Whittaker. 
Mr. Walgren. 
Mr. Bliley. 
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Mr. BuLEY. No opening statement, Mr. Chairman. 
Mr. Waxman. Mr. Dingell. 

Mr. Dingell. I commend you for the hearings, and I wish you 
success in your undertakings. 
Mr. Waxman. And Mr. Coats. 

Well, we are pleased to call iur our first witness, Ms. Ann E. 
McFarren, Executive Director of AIDS Action Council, and Presi- 
dent of the AIDS Action Foundation. 

Ms. McFarren, we are pleased to have you with us. We want to 
welcome you to the subcommittee hearing. I would like to ask you 
to proceed with your direct testimony. If you'll pull the microphone 
close to you, there is a button on the base, and push it forward. 

STATEMENT OF ANN E. McFARREN, EXECUTIVE DIRECTOR, AIDS 
ACTION COUNCIL, AND PRESIDENT, A^DS ACTION FOUNDATION 

Ms. McFarren. Mr. Chairman and distinguished members of the 
committee, thank you very much for having me speak with you 
today. 

I am Ann McFarren, Executive Director of t AIDS Action 
Council, and President of the AIDS Action Foundatwn. 

We represent 300 service providers around the United States 
that are providing social services and support services and educa- 
tion programs in the communities where they work. 

During the time I have with you today, I would like to discuss 
the national education program that I believe is important in ad- 
dressing this disease. 

Public health officials have repeatedly indicated that we must 
control this epidemic by education. As a matter of fact, it is the 
cornerstone of our prevention efforts. We have no vaccine, we have 
no treatment or cure. We must rely on education efforts. 

Reducing hysteria is another reason for a massive education 
campaign. The Ray family, who lives in Arcadia, FL, has not had a 
peaceful time, even though Arcadia means peace. Their fire was a 
tragp ' . I believe it was a tragedy because of lack of good educa- 
tion programs. 

Obviously many people in Arcadia were afraid of the HIV virus. 
They did not understand the infection; they did not understand its 
transmission; and they were fearful for their children. 

I believe all of you have enough facts to know that those fears 
are groundless and we need more education for our general public 
to help them understand that. Because of the fear and the lack of 
information, we had a very tragic situation and, in my view, it was 
needless. 

It is imperative that we have a national program starting now, 
and the council supports the recommendation of the National 
Academy of Sciences that there should be $1 billion spent on edu- 
cation by 1991. 

I believe the appropriate goals are: helping our citizens under- 
stand the disease, its management and 'ts transmission; assuring 
that people who are ill receive the appropriate care, compassionate 
response from their neighbors, from their friends, and from health 
care workers; and help people identify sources so that they can find 
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out more about AIDS, if they would like to, or feel they need to 
know. 

We recommend a broad program, and most of the information in 
that IS submitted in my written testimony. 

I feel that the programs that other countries have developed 
^? ^.'l^^P us and be a guide as we develop the programs that 
should be done in this country. 

While we have debated the appropriateness of education and 
what should be in the messages, England, France, Australia, Uru- 
guay, Brazil, Switzerland and other countries have in fact imple- 
mented programs. 

A^T^^y^ ^ information on the numbers of cases of 

AlDb in the countries that I just mentioned. I won't mention them 
all now, but Switzerland has 266 cases; Canada has 1,000; France 
has almost 2,000; and the United States has 41,700 and some cases. 

Surely those figures should help us move forward in this effort. 

The television clips and the movie clips that I am going to show 
you now are those that are developed and useo in other countries. 
They may not all be appropriate here, but I think the thing that is 
important about them is that each one of these countries has as- 
sumed the responsibility of educating all of their citizens. 

I thought you would like to see them as samples of things that 
are available. 

The last tape that will be shown, which is the Swiss tape, is not a 
tele^sion spot; it is rather a spot that is shown in movie houses. 
We do have additional copies of the tapes if you would like them. 

If we could have the lights down and show the tapes now, please. 

[Media footage played.] 

Ms. McFarren. Mr. Chairman, we do have additional informa- 
tion on education programs from these countries and others, but I 
teit that was just a sample that you might like. 

Our Nation's commitment to informing and educating our citi- 
zens is paramount if we are to stop this epidemic. Each day we 
wait to implement education programs like those I have described 
??no^^^®^' additional people are being infected with the virus. In 
1992 they vail start to become the tragic statistics of this disease. 

People are dying one by one every day. Our inaction means that 
nght now we are signing the death certificates for people who will 
die in the next decade. We must not allow this to continue. 

Thank you. 

[Ms. McFarren's prepared statement follows:] 
Statement of Ann E. McFarren 

Good afternoon Mr Chairman and distinguished members of the subcommittee 
Thank you for the privilege to appear before this subcommittee. 

I am Ann McFarren, Executive Director of the AIDS Action Council and Presi- 
dent of the AIDS Action Foundation. The Council was established 3 years ago by the 
AlDb service providers. Today the Council represents over 300 of fUese firrouDS 
which provide direct social services, support services and community education in 
cities throughout the United States 

^^r^'^^^^i^""^^' established the AIDS Action Foundation as its educational 
arm. The Foundation is responsible for legislative research, training and education- 
al programs for public activities. 

During my time with you today, I will be discussing efforts to info.m this Nation's 
public about AIDS 
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Public health officials have repeatedly stated that to control the epidemic we 
must educate the American public about AIDS and its transmission. We have no 
cure for AIDS. We have no effective long-term treatment. Vaccines will not be avail- 
able until at least the mid 1990's; if ever. Thus, education is the cornerstone of our 
National AIDS prevention effort. Reducing hysteria adds another compelling i^^^r 
for massive public education programs. 

The Ray Family lives in Arcadia, FL—Arcadia means peaceful— yet their lives 
have been far from peaceful. The tragedy of the Ray Family fire, is directly attribut- 
able to the total lack of appropriate education and leadership in the area of AIDS 
education. It is obvious that some Arcadians were frightened of the disease, clearly 
they did not understand HIV mfection and transmission, and they believed that 
their children were at risk. Fear which resulted from a lack of information was our 
enemy and ended in needless tragedy. 

Political, religious, health and business leaders must join together to assure that 
all of us have the knowledge and understanding of this disease, so tragedies such as 
the Ray fire will never occur again. 

Another example of an inappropriate response to AIDS is the Montgomery Ala- 
bama Police listing of "suspected AIDS people" to protect rescue workers and police. 
Lists and tests won't protect service people from infection; education, and training 
will. 

The facts and problems before us make it imperative to launch a nassive national 
education program now. The Council supports the National Academy of Sciences' 
recommendation to provide $1 billion of Federal funds for education by 1991. 



1. Helping our citizens understand the disease, it's management and transmission. 

2. Assuring that people who are ill receive appropriate and compassionate re- 
sponse from their neighbors, friends and health care workers; and 

3. Identify resources so that any American can find out more about AIDS. 
A broad sweeping program should include the following components: 

Federal and private sector support for a national educational campaign on AIDS. 
Implementation of local public information programs as an adjunct to National 
campaigns. 

Development of targeted educational programs. 
Expansion of School Health Programs. 

Expansion of programs fx.r the development and training of AIDS educators. 

The general public education campaign should include advertising spots that must 
be creative, tasteful, atlention getting, compelling provide accurate information and 
shown during prime time. 

Continued prime time coverage of AIDS issues will enhance the public's aware- 
ness. 

Utilization of sitcoms is another educational opportunity that should be accessed. 
Print media efforts must parallel the electronic racdi? 

Nations around the world have informed their citizens about AIDS in an effort to 
control the AIDS epidemic. These countries have launched massive education cam- 
paiens. The • iost successful include campaigns that provide a coordinated approach 
with prime time televised messages, printed material, trained health professionals 
prepared to answer to the public s response to the campaign, house to house infor- 
mational mailing, and education campaigns in the schools 

While Americans debate the appropriateness jf educational materials— England, 
France, Australia, Uganda, Brazil, Switzerland and others have implemented pro- 
grams. 

The cases of AIDS reported in these countries are: 



Switzerland 266 
Australia 583 
Great Britain 935 



The goal: 



Canada 
Uganda 
Brazil 
France 



United States 



1.000 
1.138 
1.625 
1,980 
41,-35 
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As of September 17, 41,735 cases of AIDS were reported in the United States Six 
'er . later mto the epidemic, no government sponsored national educational pro- 
gram has been launched. 

Today, I have brought with me examples of educational TV soots which have been 
developed for use in government sponsored national education programs in several 
of the countries I have just mentioned. 

I could discuss vath you at length the TV clips I am abo^t to show you. Prepare 
you [or their impact; good points and bad points. However, . chink that the TV clips 
speak for themselv^ T.^e point I would make with you is that each of these Ns^ 
tions have assumed the responsibilitv of educating citizens. 

Australian, United Kingdom s campaigr nave been effective tools in raising 
the publics awareness of AIDS. Some critic complain that the commercials ^ave 
uiyustlv scared the public. However, we can learn from their mistakes, ai. * move 
forwawl A prime time television campaign creates an aware public. Public aware- 
ness IS the first step to educate the public. awaic- 

Mr. Chairman, with your permission I would like to have the committee review 
these clips now^None of them are sexually offensive or explicit, instead, they are 
c ;ative and compeniug and provide accurate information about AIDS to the view- 
ers. 

In addition to a media program, other educational programs are necessary to 
meet the challenges this epidemic poses. Targeted education programs represent a 
major challenge to our efforts. Fortunately, we have some models *hat have been 
developed in the last few .irs that are working. Targeted education differs from 
general public education, by aiming at groups of people who are considered to be at 
higher risk of contracting or transmitting the virus. Programs for these groups must 
M sensitive, very clear, explicit and provided in environments that are 
comfortable to the individuals who must receive the message 

The gay community has done an excellent job of educating their members. These 
programs are based on understanding peoples behavior, the> provide clear informa- 
tion, respond to concerns of people legarding disease transmission and worked to 
develop a culture that decreases the risk of transmission. Programs have ranged 
from clean and sober ampaigns to safer sex education. While has been very diffi- 
cult to quantify successes, a recent study in San Franciscc las indicated about an 85 
percent drop in th'* STD rate among gay men; this shows that nrograms can have a 
substantial impact 

Other groups that need specific, targeted programming include IV drug users, 
prostitutes, sexual partners of other persons in high risk groups, minority groups, 
school aged and college populations and health care workers. 

We have recently heard of tragic accidents leading to infection of health care 

•nn^ Training programs to ensure that appropriate body fluid precaution tech- 
niques re followed must be implemented. If health care workers rely on testi - in- 
formation for patient management they will have a false sense of security. Vro- 
grams for rescue workers, such as those in Montgomery, AL, should be offered edu- 
cation and training under this segment. 

Health care workers must also have accurate information to provide appropriate 
guidance and education to their patients. 

The expansion of school health ^rams is another area to be addressed, dchool 
boards around the country are befeinning to develop core education programs, na- 
tioril organizations are beginning to address the issues, a massive program is ur- 
gently needed. All school boards, PTA's and teachers associa ions should make a 
commitment to assure quality, accurate AIDS education in their school systems 
within the next year A substantial investment will be needed for teacher training, 
in order to accomplish this goal. ^ 

Our Nation's commitment t^^ informing and educau .g its citi s is paramount in 
controlling this epidemir It is the only "vaccine" we have. Eac day that we wait 
before we implement the educational programs I have described^-additional people 
Im^'J!? 'r^^ "^'^^ the virus. In 1992, they will be part of the tragic statistics of 
AIDb. Mr. Chairman, people are dyin^j of AIDS, one by one, every day. Our inaction 
today means that right now we are signing the death certificates of people who will 
die in the next decade— we must not allow this to com nue 

Thank you very much for the opportunity to discu ^ o^ir v pws with you today. I 
will be happy to answer any questions you may have 

Mr. Waxman. Thank you very muck for your testimony. 
I gather those films were made by those countries, by their gov- 
ernments? ^ 
Ms. McFarren. /es, they were. 
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Mr. Waxman. To try to inform their people about AIDS and 

ways to lessen the risk of the AIDS epiaemic. 
Ms. McFarren. Yes. , ,^ tt o 

Mr. Waxman. How many film strips have been made by the U.b. 

Government? 

Ms. McFarren. I am aware of one set of spots that Governor 
Bowen— excuse me, Fm from Indiana— Secretary Bo wen has given 
that simply states that AIDS is a concern and gives a hotline 
number. None of this type of filming. 

Mr. Waxman. And then there are announcements for television 
being made by private organizations that are aired as public serv- 
ice announcements^ 

Ms. McFarrfn. Yes, there are, although there is no campaign 
that is an integrated campaign that provides information at all 
levels and '-s targeted for prime time in key information slots, and 
that is one of our major concerns. Frequently public service an- 
nouncements are aired at 2 or 3 o'clock in the morning, and that is 
not when many of us are listening to television. 

Mr. Waxman. Are these spots being aired during the prime time 
television viewing hours in the respective countries? 

Ms. McFarren. A good share of them are. Some of them are not. 

Mr. Waxman. Thank you very much. 

Mr. Madigan. 

Mr. Madigan. Ms. McFarren, with regard to the video announce- 
ments you have just shown us, can you tell us what the impact of 
those announcements has been in the countries in which they are 
shown? For example, has there be^jn any community resistance to 
these commercials, and has there been any attempt made to meas- 
ure the effectiveness of the commercials? 

Ms. McFarren. There have been studies done in England regard- 
ing the response to the English campaign, which included not only 
radio and television materials but a door-to-door mail campaign. It 
did increase people's awareness and knowledge, and there is a 
fairly extensive report on that entire program whicli I would be 
glad to submit to you. ^ 

Australia has also done a fairly extensive response, and I don t 
happen to like that particular spot bee luse I think it is very fright- 
ening, but over 97 percent of the population in Australia indicated 
that they had seen the spot and could describe it when they were 
tested in market surveys afterwards. Seventy-five percent said that 
it increased their knowledge, and 70 percent indicated ihe^ it did 
chan£re their behavior. 

So it appears that there has been some effect from this type of 
effort in other counties. 

Mr. Madigan. In those countries the networks are government 
owned, so I presume the networks had some say in determining at 
what time the announcements would be seen by the public. 

Ms. McFarren. Yes, and that, of course, is a difference here. In 
our case I would hope there would be a public/private effort to 
assure that information was shown during prime time, but it would 
no doubt be much more expensive in this country than it would be 
in a situation like that of England. 
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Mr. Madigan. Do you know what years, for example, with regard 
to France or Australia, what years these video presentations began 
to be displayed publicly? 

Ms. McFarren. I believe I have that data but I do not have it 
with me, and I can get it for you. 

Mr. Madigan. You use numbers. You said there are 2,000 cases 
of AIDS in France. 

Ms. McFarren. Almost 2,000. 

Mr. Madigan. And 41,000 in the USA. 

Ms. McFarren. Yes. 

Mr. Madigan. The inference in your remarks would suggest that 
you believe the difference between the levels of infections in the 
two countries has been the educational programs. Is that the infer- 
ence that you wanted me to draw? 

Ms. McFarren. No, sir, it was not. My concern is that we know 
we have many, many people who have already been diagnosed with 
AIDS, and we are aware that there are many people who are hi- 
fected in this country, and in order to avoid further transmission, 
it is imperative that we start a major education campaign. 

When many of the people who are now ill were infected, v^e did 
not even know enough about the disease to tell people what they 
might do to prevent transmission. 

Mr. Madigan. From your work and interest in this issue, do you 
think these numbers for these other countries accurately reflect 
the situation in those countries presently? 

Ms. McFarren. My understanding is— and this is verbal and I 
don't have documentation on it- that the data basis for the coun- 
tries I mentioned, with the possible exception of Uganda, are fairly 
accurate. When we get to the emerging Nations, we have a differ- 
ent problem, but generally health data in the other countries that I 
mentioned is fairly accurate. Another problem may be Brazil. 

Mr. Madigan. Thank you very much. 

Mr. Waxman. Thank you, Mr. Madigan. 

Mr. Wyden, questions? Mr. Dannemdyer, any questions? 

Mr. Dannemeyer. Tell me, T Is. McFarren, does any of the money 
that finances the work of youi foundation come from the Federal 
Gov'^rnment? 

Ms. McFarren. No, sir, it does not. 

Mr. Dannemeyer. And how long have you been in business? 
Ms. McFarren. Three years. 

Mr. Dannemeyer. I was interested in the films you showed, and 
I have a comment with respect to two points. At one point, one of 
the film narrators made the statement that the only means of 
transferring the virus is by sex or drugs. Are you aware that of the 
41,000-pIus AIDS cases in this country, CDC has categorized be- 
tween 3 and 4 percent as unknown as to source? 

Ms. McFarren. Yes, I am. 

Mr. Dannemeyer. Your film doesn't say that, does it? 

Ms. McFarren. Sir, I am aware that we don't know all the 
sources of transmission. I believe that in some cases when the his- 
tories were taken, people were ill and were enable to give appropri- 
ate information. However, these particular films are an indication 
of what another country elected to do. I am not suggesting that we 
should use these films as they are in this country. I am suggesting 
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to you that these are models from which we could draw to develop 
our own education program so that we could address this very seri- 
ous problem. 

Mr. Dannemeyer. There was a statement in one of the films 
with respect to the use of condoms. Did the film say the failu 
rate for condoms with anal intercourse? 

Ms. McFarren. No, it did not. 

Mr. Dannemeyer. Do you know what that is? 

Ms. McFarren. Tm not sure that we have any good data on that. 

Mr. Dannemeyer. Would you believe that the estimate of 30 to 
40 percent of failure with the use of condoms for anal intercourse 
is accurate*^ 

Ms. McFarren. That would certainly be much higher than the 
pregnancy rate with using condoms, and that is the only, I think, 
relatively accurate data we have in terms of condom usage in this 
country. 

Mr. Dannemeyer. The film also mentioned in the use of con- 
doms — well, it didn't mention anything about the triixure rate of 
condoms for vaginal intercourse, did it? 

Ms. McFarren. No, it did not. 

Mr. Dannemeyer. Do you know what that f^^ilure rate is? 

Ms. McFarren. Yes. That is about 12 to 15 percent use efiicacy 
rate, which indicates not only those people— that takes a data of 
100 couples having sexual intercourse for a year, and about 12 to 
15 of them would become pregnant. A number of those would 
become pregnant because they did not use condOms rather than be- 
cause of the failure of the condom. 

Mr. Dannemeyer. I only mention this point to point out that if 
our message to the American people is that we can avoid getting 
AIDS by use of a condom, we are deceiving ourselves and the 
people of the country. There is no such thing as rfafe sex. There 
may be safer sex 

Ms. McFarren. I would agree with you on that. 

Mr. Dannemeyer [continuing]. But it is kind of like taking a 
pistol with one bullet in it when you use a oondom and have inter- 
course with a person with a fatal disease. You might make it five 
times, but you miglit hit the unlucky time once. I think if we want 
to be fair with the people of our country, we should be t^/lling them 
that. Don't you agree? 

Ms. McFarren. I certainly agree that condoms offer safer sex 
rather than safe sex. I would, however, prefer to have someone use 
condoms rather than nothing. The gun that you mentioned has one 
bullet in it if someone is ucing condoms. It would have six bullets 
in it if they were using nothing. 

Mr. Dannemeyer. Your foundation is in busmess for the purpose 
of education; correct? 

Ms. McFarren. That is true. 

Mr. Dannemeyer. May I suggest there is another agenda this 
Nation can pursue in order to control the epidemic, and it relates 
to the pursuit of normal, routine, customary responses that our 
public health authorities have pursued traditionally to control com- 
munic^.b' disease, such as reportability, and since we haven't been 
reporting those with the virus, now we are talking about testing 
certain samples of our population. I would suggest those topics for 
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consideration by your board of directors as something we should be 
doing and hope you will find your way clear to support them. 
Thank you. 

♦ Mr. Waxman. Thank you, Mr. Dannemeyer. 
Mr. Sikorski. Mr. Bliley. 

Mr. BuLEY. Thank you, Mr. Chairman. 

Ms. McFarren, } ar Council and your statement has called for $1 

• billion for education by 1991. Is that $1 billion a year or is that the 
total to be spent between now and 1991 would be $1 billion? 

Ms. McFarren. Our goal and the recommendation of the Nation- 
al Ac?#demy of Sciences is that funds be increased in education to 
parallel the increase in research so that there would be, under 
their recommendation, $1 billion spent in research by 1991 annual- 
ly and $1 billion spent in education by 1991 on an annual basis. 

Mr. Bliley. I am sure that you and your Council are aware of 
the budgetary constraints that we find ourselves, and it doesn't 
appear that we are going to get out of them anytime soon. 

Ms. McFarren. Yes, sir, I am. 

Mr. BuLEY. Has your Council ever considered perhaps a tax on 
condoms to pay for it? After all. someb>ody has got to pay for it. 

Ms. McFAhR?:N. Frankly, we have not. The concept has a kind of 
nice ring to it. On the other hand, because we are talking about 
death, I would prefer that we perhaps tax something else and give 
away condoms so people will use them. 

Mr. BuLEY. Well, perhaps if there is something else that is going 
to be taxed, they may not feel the same way as you do. 

Ms. McFarren. I am sure that we might disagree on that. 

Mr. BuLEY. In my experience in government, most people would 
like somebody else to bear that burden. 

Ms. McFarren. I understand that. I am just concerned about the 
public health implications on this one. 

Mr. Bliley. Tha V you, Ms. McFarren. 

Thank you, Mr. Cuairn^ i. 

Mr. Waxman. Mr. Coats. 

Mr. Coats. Thank you, Mr. Chairman. 

Welcome to a fellow Hoosier. 

Ms. McFarren. Thank you. 

Mr. Coats. I appreciate yoar efforts in this regard. I am wonder- 
ing if you would comment more on the film clips that we saw. 
Those appeared to be directed to the adult population. Would you 
suggest that we might fashion a different message for different age 
groups? Is this something that you have considered, and if so, what 
would that different message be? 

Ms. McFarren. Yes. I think that we do need to seriously think 
about what messages are appropriate for what age groups and for 
what populations. However, we should have a broad program that 
discusses education that is acceptable and done on national televi- 
sion and through national media and with sitcoms and every other 
way that we can. Then with specific groups, we would provide spe- 
cific education that would be more detailed and at a level of under- 
standing that would be appropriate for that group. 

Clearly, people m young grades ne^^d basic information and, more 
important, I thi a feeling of self worth so that they can make 
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their own independent decisions and feel strong as they grow up. 
As they get older, they need more specific information. 

There are now some very excellent education programs out that 
make recommendations, K through 12, for AIDS education. I would 
be glad to provide some of those for you if you would like. 

Mr. Coats. Do any of these countries that are engaged in the na- 
tional program have differf^nt spots for different age groups? Are 
you just showing us an example of what is shown on national tele- 
vision? 

Ms. McFarren. Those are national television films with the ex- 
ception of the last one, and there are other vehicles and education- 
al materials for age groups and for specific populations in most of 
those countries. 

Mr. Coats. V/ho has done the best job of all? What country do 
you look to in terms of educating and informing its citizens? 

Ms. McFarren. Certainly Great Britain's program has had all of 
the components that we think are so important, from the major tel- 
evision programs to education, educational efforts on TV, mailings 
to people's homes, and segmented education programs. So they de- 
signed a nationwide program, and I think that is very successful. I 
think we are still evaluating all of the programs, and each one of 
us can improve on the last person's and last country's efforts. 

Mr. CoAi^. Thank you. 

Thank you, Mr. Chairman. 

Mr. Waxman. Thank you. 

Mr. Fields. 

Mr. Fields. I really just have one question. I recently sent out a 
general newsletter, one of what are called Postal Patrons to my 
constituents, on the subject of AIDS which contained general infor- 
mation. I represent what would be termed a Bible Belt district in 
the South, in Texas. I was pleasantly surprised at the response I 
got. The people were grateful that I had sent out that particular 
type of information as a public service. 

So my question is; Are there other things that you mipht suggest 
that we as concerned members of Congress might be able to do to 
help in that educational effort? 

Ms. McFarren. I certainly think that information that is sent 
out as pait of your communication with your constituency is very 
helpful. Some members of Congress have sent out the Surgeon Gen- 
eral's report to all members of their area, and that has been help- 
ful. 

I think what we are going to have to realize and one of the di* 
lemmas we face on this is this has to be an ongoing process. First 
of all, people forget, we need reinforcement, there is new informa 
tion coming out. People hear things differently at different times in 
their lives. If they are not involved in a relationship and they don't 
care much about AIDS and they start to move into a relationship, 
they need more information. 

So we must think in terms of a long-term program with ongoirg 
information to assure that all of our citizens have the information 
that they need. All of those kinds of efforts are useful. 

Mr. Fields. What is the best clearinghouse for that inforiiiation? 
Is it the Surgeon General's Office? 
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Ms. McFarren. At this point the Surgeon General certainly has 
son?e excellent information. The National AIDS Network also has 
information on materials that are available around the country, 
and I believe, although I am sorry to say I do not believe it is yet 
funded, that eventually the Centers for Disease Control will have a 
major clearinghouse. It was originally my understanding that that 
was to be funded this year. I have not heard that the contract has 
yet been approved. 

Mr. Fields. Do you know, or perhaps the chairman may know, 
does the Surgeon General plan to update or amend his report? 

Ms. McFarren. I am not aware that he is going to update it, but 
I haven't checked lately, either. 

Mr. Fields. Do you know, Mr. Chainrian? 

Mr. Waxman. I am not aware of the Surgeon General making 
any changes or updating it, but I think the Public Health Service is 
working on keeping it up to date. 

Mr. FIELDS. Thank you very much. 

I 3deld back. 

Mr. Waxman. Thank you very much for your testimony to us 
and sharing the film clips with us and talking about the eciucatior- 
al efforts. We appreciate you being with us. 

Ms. McFarren. Thank you, Mr Chairman. 

Mr. Waxman. Our next witness is well known to everyone, not 
just to everyone here but maybe everyone in the world. Ms. Eliza- 
beth Taylor has taken the opportunity of using her tremendous 
popularity and renown to turn America's attention to the problems 
of AIDS. She and the organization she chairs have begun a private 
effort to creave a compassion and urgency in our response to the 
epidemic. 

I want to welcome you here today and commend you for your 
leadership and tell you how pleased we are tc hear from you at 
this hearing this afternoon. 

STATEMENT OF EUZABETH TAYLOR, NATIONAL CHAIRMAN, 
AMERICAN FOUNDATION FOR AIDS RESEARCH 

Ms. Taylor. Thank you. It is very nice to be here. Thank you for 
the introduction. 

I am Elizabeth Taylor, the National Chairman of AMFAR. We 
started about 2 years a^o, and I am very plea«"^d to say that we 
have already given away in 50,000 grants approximately $3^4 mil- 
lion, and we are very proud of that for a young foundation. 

Chairman Waxman, Mr. Madigan, I am very honored to be here 
and thank you. 

Let me oegin by expressing my heartfelt gratitude and admira- 
tion for the Congress' success at increasing the levels of AIDS 
spending. Your remarkable achievements have not gone unnoticed. 

I am here today to discuss the AIDS crisis. I emphasize the word 
"crisis." We must keep in mind the fact that AIDS is a crisis, an 
overwhelming crisis that grows with each new day, one that threat- 
ens hundreds of millions of people wurldwHe, a crises that is meas- 
ured not only in human lives, tragic sufteruig and untold economic 
costs, but also one that tests our capacity for reason and compas- 
sion. 



ERIC 



168 

Our most wished-for hope to stepping AIDS is obviously a cure 
and a vaccine. This requires an intensive, expeditious, well-funded, 
well-coordinated research effort. The battle to continue increased 
funding will obviously be difficult. I beg you to persevere in provid- 
ing the funds to find the answers that are so desperately needed. L 
the answers are not found quickly, all budgets will be totally over- 
whelmed. 

We must always keep in mind that we are facing an emergency. 
Federa) research programs must not be only funded; they must be 
guarded against bureaucratic delays. 

Scientists at the CDC and NIH have expressed their opinion that 
they must also pursue long-range plans that don't necessarily fit 
into the year-to-year plans. We have been told that even when re- 
search projects are improved, oftentimes the researchers cannot get 
staff or laboratory facilities. "For want of a nail, the war was lost." 
Don't let it be that for want of a lab, the countless human lives are 
lost. 

In the absence of a cure or a vaccine, we have only one weapon 
to combat the spread of AIDS. That weapon is education. In Brit- 
ain, population 55 million, 750 csFes of AIDS have been reported. 
Government-sponsored AIDS education campaigns have totalled 
$30 million. In the United States, population 234 million, 41,700 
cases of AIDS have been reported. No public information or media 
campaigns have been initiated. One million dollars has been appro- 
priated to develop a national advertising campaign. In excess of $20 
million is awaiting congressional action to support a mailing and 
education program for AIDS information to all households in 
America. 

AIDS education must be forthright and understandable. We n.ast 
be explicit without being vulgar, yet we must use words that every- 
one will understand instead of euphemisms that are vague and un- 
clear, and we must not spread fear o~ panic in our education. 

We must separate the facts of P IDS education from the lessons 
of morality. We are not talking about a venereal disease for which 
one can take a pill or a shot; we are talking about life and death. 
The prevention of effective AIDS education due to claims of immo- 
rality may lead to the deaths of many Americans to whom morali- 
ty was emphasized over reality. 

There are many things that must occur in order to put an end to 
this epidemic that is just killing so many people. There are also 
some things that must not occur. There is no place in the fight 
against AIDS for business-as-usual complacency or politics. It has 
nothing to do with Democrats and Republicans. 

As election year approaches, AIDS is already becoming a politi- 
cal issup. There are those who say that those of us who want to 
educate and guarantee research to save lives are a special interest 
group. Those who are sick are being blamed for being sick. We are 
see growing numbers of examples of the most cruel and senseless 
mistreatment of people with AIDS. 

We are at war with a virus; we must not be at war with each 
other. 

I thank you for your hard work, and I urge you to continue to 
fight for the day when AIDS will be othing but a painful memory. 
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Mr. Waxman. Thank you very much, Ms. Taylor, for that excel- 
^snt statement. Obviously, your organization has been trying to get 
the research funds to develop a cure or a vaccine, but what we now 
have as a way of stopping the spread of this disease is education 
and only education. Unless people know the information about how 
AIDS is spread and how it is not spread can they take the actions 
that will be necessary to protect themselves and not take actions 
that are based on irrational fears, which will be doing an injustice 
not just to them but to everyone involved. 

Ms. Taylor. Exactly. 

Mr. Waxman. What do you believe would be the most effective 
way of reaching American audiences with AIDS education? 

Ms. Taylor. I think the media can and has been very helpful, 
but I think they are also very misguided. Sometimes I am watching 
the news and I go through the ceiling. You hear facts that aren't 
substantiated, and I suppose they get their information from the 
CDC, but the information seems to change daily. The facts seem to 
change daily. We seem to be spreading panic and fear more than 
education, more than ways of preventing the spreading of disease. 

We do know that it is through sex, blood, drugs thai it is spread, 
but we must learn the practical ways of avoiding that. It is all fine 
and well to say abstain from sex, but thrt is not a practical answer. 
I don't think everyone in America that isn't married is all of a 
sudden going to stop having sex. I think that is a totally unrealistic 
approach. 

It is a catastrophe that condoms aren't 100 percent foolproof, but 
they do help. It does lessen the chance, but seme people still be- 
lieve that AIDS is a homosexual disease and that only homosexuals 
should worry about it, that it is in their court. That is totally 
untrue. It started out a heterosexual disease in Africa from eating 
the green monkey. If you really want to get down to it, everybody 
who isn't a vegetarian should be rounded up, I mean if you really 
want to get silly about it. 

It IS a disease now that belongs to everyone, and it picks at 
random. The only way of slowing it down is through education. I 
don't believe myself in education in schools. I think it should be at 
home through parents. But I think this is a case where, because 
parents themselves know so little about it, it is going to have to be 
taught in schools in a way that doesn't spread fear and discrimina- 
tion. 

Mr. Waxman. In other words, we have to be holiest about what 
we know, what we don't know, but what we do know is a great deal 
about this disease, and we have to be honest with people about how 
the disease is spread and ways to lessen the risk. 

I was troubled by some of those ads that I saw where they acted 
as if condoms were a sure answer to stop the spread of /JDS. 

Ms. Taylor. And unfortunately, it is not. 

Mr. Waxman. It Is a way to lessen the risk. It is a way to protect 
oneself if they are going to undertake this risk. I noted that the 
educational efforts of your organization have pointed that out over 
and over again, giving the information that we know to be factual 
based on what the scientists have told us, not what people want to 
fear or what they want to conjecture, but what information we 
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have in being honest with people and trying to give some leader- 
ship to try to stop this epidemic. 

Ms. Taylor. It is the behavior of tomorrow that is going to have 
to change, and I hope the behavior of today. I hope people start re- 
actinf with compassion toward the people that have AIDS and 
start acting like human beings towards their human mankind and 
not show what is happening now, man's inhumanity to man. 

Mr. Waxman. I want to recognize other members of the subcom- 
mittee for questions they might have of you. 

Mr. Madigan. 

Mr. Madigan. At the outset, Ms. Taylor, let me assure you that 
to everybody over the age of 40, you are quite attractive with your 
glasses on. 

And I am going to leave mine on because I quickly want to read 
you some numbers. In 1981 the total expenditures by the Federal 
Government on AIDS-related programs was $200,000, and in 1988 it 
i^ proposed to be $790 million. So in response to the initial part of 
your statement as to whether or not the Congress is going to be 
responsive to providing sufficient money for this, I think those 
numbers should alleviate any concern that you have. 

This is a bipartisan effort. No Republican and no Democrat has 
spoken against this increase, and Republicans and Democrats have 
cooperated in making those increases possible. If the Centers for 
Disease Control and Dr. Koop and others want to come in and show 
us other ways that we can effectively sp. nd more money, I am sure 
this subcommittee and the committee ot which it is a part will be 
as responsive to those requests as we have been to all of the other 
requests that have been made since 1981. 

But as you point out, as that money is being spent on various 
kinds of research, including research in search of a vaccine, the ef- 
fective thing that can be done by American society is to deal with 
the education part of this effort. In your remarks you have suggest- 
ed that the education effort needs to be forthright and explicit, and 
it is in that regard that I would like to ask you if you would be 
willing to be a principal in that education effort that you describe 
as necessarily being forthright and explicit. 

Ms. Taylor. Yes, I certainly would, and I have tried to be in the 
past. 

Mr. Madigan. Would you be willing to make television commer- 
cials that say, for example, there are 41,000 people on the streets of 
America who could kill you through sex; you better bt careful? 
Would you be willing to do that? 

Ms. Taylor. Yes, I wou' J certainly do that. I have done PSA's in 
the past, and I have every intention of continuing to do them. I 
will say anything I have to that will help AIDS. 

Mr Madigan. All right. Would you be willing to join v ith ivlr. 
Waxman, myself and others in beating up on some of these net- 
work people so that those announcements will be seen by the 
public in large numbers? 

Ms. Taylor. I would be more than happy to. 

Mr. Madigan. Do you think you could enlist the assistance some 
of your colleagues in the Hollywood establishment in that kind of 
effort? 
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Ms. Taylor. People in show business really are quite extraordi- 
nary. I don't consider myself in show business, I have been out of it 
so long. I am talking about the people that are working. We al- 
ready have 38 PSA's, not just for AMFAR, not asking for money, 
but informative PSA's, and we have 38 superstars that have volun- 
teered and done them. So I think the entertainment world has 
shown more than willingness; they have done something about it. 
They have given cf their time and their energies and they are con- 
tinuing to do so, and they can be counted on for their continued 
support. 

Mr. Madigan. I anpreciate very much what you and others have 
been doing and what I know you will continue to do. We may be 
calling on you to say some chosen things about some of the net- 
work producers, or not producers but whoever these people are 
that own these things. Thank you. 

Ms. Taylor. Fm here. 

Mr. Waxman. Thank you, Mr. Madigan. 

Mr. Wyden. 

Mr. Wyden. Thank you very much, Mr. Chairman. 

Ms. Taylor, I to want to commend you for a superb job. My col- 
league asked for your help with the entertainment industry and 
the networks in particular. I would like to ask for your help with 
the Executivf^ Branch of the Government of the United States. 

Ms. Tayix)R. I have been trying. I was here a couple of years ago, 
and I must say the increase xu the money has impressed me enor- 
mously since I was first here. It is wondeifu'. 

Mr. Wyden. There is one thing in particular that I think you 
could help us with tremendously. I noted that at the bottom of 
page 2 of your testimony, you said that $20 million is awaiting con- 
gressional action to support a mailing and education program of 
AIDS information to all households in this country. This spring 
Congress appropriated $30 million for an AIDS education mailing 
to all the American households for this fiscal year. 

Ms. Taylor. That is such an important way of getting the mes- 
sage across to the American household. It starts with the parents. 
The parents can teach the children. It has worked in Britain. I will 
do anything I can to help you get that money. I will ring doorbells. 

Mr. Wyden. Well, I think perhaps one telephone call will do. 

Ms. Taylor. That easy? 

Mr. Wyden. In fact, ringing the doorbell at 1600 Pennsylvania 
might help. 
Ms. Taylor. Oh, I know that address. 

Mr. Wyden. I just want to commend you for a superb job, and if 
there is any way we could free up that money in the Executive 
Branch it would be wonderful. 

Ms. Taylor. Would that be the place to call? 

Mr. WvDEN. That would be just gr-^at. 

Mr. Wyden. I want to emphasize what my colleague from Illinois 
said ?hout pursuing this on a bipartisan basis. The fact is that 
there seen^s to be some kind of bottleneck in the Executive Branch 
given that this money was appropriated for fiscal year 1987, and 
our subcommittee counsel has learned that it is not going to be 
spent in fiscal year 1987. In particular if there were efforts to make 
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the money accessible, that money, I think that it would be a tre- 
mendous boost to the educational effort. 

Ms. Taylor. It certainly would. I will try. 

Mr. Wyden. Thankyou, Mr. Chairman. 

Mr. Waxman. Mr. Dannemeyer. 

Mr. Dannemeyer. Thank you, Mr. Chairman. 

Ms. Taylor, I want to express my thanks to you in the work that 
you are doing with the American Foundation for AIDS Research, 
in the compassion you are exhibiting and the success I think you 
are having in focusing on what may be some solutions to this prob- 
lem in the country. 

I would like to ask you a little bit about the American Founda- 
tion for AIDS Research. Is a man by the name of Melwyn Silver- 
man working for it? 

Ms. Taylor. Melwyn Silverman? 

Mr. Dannemeyer. Dr. Silverman? 

Ms. Taylor. Dr. Silverman. Merv Silverman. 

Mr. Dannemeyer. Merv Silverman? Yes. Is he working with the 
association? 

Ms. Taylor. Yes, he is spokesman. 

Mr. Dannemeyer. What is his capacity with the association? 
Ms. Taylor. Spokesman. 

Mr. Dannemeyer. Is that a full-time job for him? 
Ms. Taylor. No. 

Mr. Dannemeyer. I see. And where does Dr. Silverman office in 
the capacity that he has. in California? 

Ms. Taylor. He lives in California, I believe, in San Francisco. 
He has another job. He is part-time with us. 

Mr. Dannemeyer. I see. The reason I raised the question is be- 
cause in this era in which we live, which is new to all of us, 
namely, faced with an epidemic, it is important that we have lead- 
ership in Congress, in the public health world and in work that you 
are doing that reflects the sense of treating this epidemic as a 
public health issue rather than a civil rights issue. 

The reason I draw reference to Dr. Silverman is for you to take 
up with the board of directors of your association Dr. Silverman's 
status with your group. The reason I make that statement is that 
during a period of approximately from May of 1983 through Octo- 
ber of 1984, Dr. Silverman was serving as a health officer for the 
City and County of San Francisco. In May of 1983, in June of 1983, 
in March of 1983 and then ag-^in in March of that year, he was 
asked by the political leadership of that city to shut down the bath- 
houses of San Francisco as a means of controlling the transmissi- 
bility of this fatal virus, and he refused. He declined to do it. 

He was literally beg:ged by the political leadership of that city to 
perform that act, which was within his jurisdiction as the chief 
health officer of the City and County of San Francisco. He finally 
made that decision in October of 1984 and resigned 2 months later 
because obviously there was some talk that he was on the verge of 
being terminatea. 

I mention this because, as I said at the beginning of my com- 
ments, we are going to be successful in this battle if the leader- 
ship 

Mb, Taylor. If I may interject? 
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Mr. Dannemeyer. Go ahead, Ms. Taylor. 

•?J^*a'?*X'^S- '^^^^ ^^^^ Silverman had anything to do 
with AMFAR, and the dates which you talk about, one knew so 
* much less about the disease and how it was spread. What Dr. Sil- 

verman did then is entirely his own business. 

How he behaves as a member of our Foundation is my business, 
and the board's business. He certainly has never given any indica- 
tion that he would approve of those measures today. 

Mr. Dannemeyer. Well, I mention it because 

Ms. Taylor. I think he realizes that the way the disease is being 
spread that those particular things are not really a good idea. 

Mr. Dannemeyer. I mention it today because I probably won't 
have an opportunity of visiting with you again during our life- 
times. 

Ms. Taylor. Oh, I don't know. 

Mr. Dannemeyer. It's not that I don't want to, but— you know. 
You have things to do and I have things to do. 

Dr. Silverman is not only associated with your corporation, but 
he is also a spokesman for the California Medical Association. I 
thmk it is a mistake a judgment for we Californians— if I may 
speak this way— to have a person of the philosophical persuasion of 
Dr. Silverman in a sensitive position of attempting to lead 

Ms. Taylor. But I don't believe Dr. Silverman believes that 
today. He has never expressed that opinion to AMFAR. 

Mr. Dannemeyer. I only wish that were so. Ms. Taylor, I only 
wish that were so. It has been nice to visit with you. 

Mr. Waxman. The Chair will take this prerogative to 

Ms. Taylor. I think you are condemning a man for something— I 
niean, people do change their mind. Dr. Silverman shows no indica- 
tion that he thinks bathhouses should be open toda \ 

Mr. Waxman. The Chair will address this point^ I didn't do the 
research because I didn't think Dr. Silverman was the topic for 
today's hearing. But, as I recall the events, and I didn't have a 
chance to check them, but I think as I recall reading the newspa- 
per thai Dr. Silverman took the exact opposite position that is 
being attributed to him. 

Furthermore, I do know that he is not a spokesman for the Cali- 
fornia Medical Association, although I think he shares the same 
opinion that they have given, that has been the same opinion that 

L - ^1?^ expressed, and Secretary Bowen has expressed, with 
which Mr. Dannemeyer disagrees. 

I think what Mr. Dannemeyer is probably offended about is that 
Mr. Sil erman doesn't agree with him on a lot of these issues. But 
I would think we all ought to check that information carefully, and 
hear from him 

Ms. Taylor. I wish you would, because 

Mr. Waxman. I don't think it is fair to attack a man's character 
without having given him an opportunity to be heard. 

Mr. Dannemeyer. Mr. Chairman, you misundcrstooc' my re- 
marks. I didn't talk about the character of Dr. Silverman. I alked 
about his judgment in performance of a role as the chief health of- 
ficer for the County of San Francisco. Thai's the only matter to 
which I speak. 
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I oiiA> mention it because I question whether or not a person who 
has exhibited that judgment in the past should be associated with 
an organization that, ostensibly, is designed to reduce the incidence 
of this disease among the American people. 

Ms. Taylor. I would like to know whether— excuse me— whether 
your facts are correct or not, because it is a reflection on the Fo'm- 
dation. I do know that Dr. Silverman does not believe in i lat 
today. And that's all I can speak of, as the Chairman of the Foun- 
dation, of which he is spokesman. 

I don't like to see his character maligned. 

Mr. Madigan. Would the gentleman yield? 

Mr. Waxman. The Chair yields to Mr. Madigan. 

Mr. Madigan. I would just observe, Ms. Taylor, that you hung in 
there very well. Thank you. 

Mr. Waxman. I think if you are going to question a man's judg- 
ment, he ought to give his rationale for his judgnient; and also to 
know what his judgment was befo^-e we condemn him. 

Mr. Sikorski. 

Mr. SiKOiUKi. No more questions, Mr. Chairman. Thank you. 
Mr. Waxman. Mr. Whittaker. Mr. Bliley. 
Mr. BuLEY. No questions, Mr. Chairman. 
Mr. Waxman. Mr. Coats. 

Mr. Coats. Just one question, Mr. Chairman, and one statement 
to make. My colleague, Mr. Madigan, asked Ms. Taylor if she 
would participate in a program which would send a message that 
there are potentially 41,000 

Ms. Taylor. Seven hundred. 

Mr. Coats. Forty-one thousand people who currently have AIDS 
and that, if you had sex with them, it could kill you. That particu- 
lar message. I think it is important, and I know Congressman Mad- 
igan knows this, but I think it is important that everyone under- 
stand that the estimates are that, for every person currently infect- 
ed with AIDS, there are 100 people carrying the AIDS virus who 
don^t know it. 

Ms. Taylor. Exactly. 

Mr. Coats. So we are talking about 4 million people, not 41,000 
people. 

Ms. Taylor. All the people that have ARC and are carriers, and 
don't know it. The women, particularly there is a very high per- 
centage of women carriers with ARC, that have no idea they are 
carrying ARC, because they are not looking for the symptoms. 

Wl reas a man may be more on the lool Jut for such things as 
swollen lymph glands, and various other things. It may not occur 
as readily to a female. I believe, in New York City, last week they 
tested at random in a hospital 5 percent of the pregnant women 
that had come to the hospital for treatment, and 5 percent of those 
women tested that were pregnant had AIDS. 

They couldn't inform the women, because they had not been told 
they would be tested. That's an amazing percentage, just from one 
hospital. 

Mr. Coats. I think it is important to publicize the potential scope 
of this epidemic and the crisis that we are facing. The word you 
used was crisis, and I believe it is crisis, and we should act accord- 
ingly. 
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You have had chillren of your own, and many of the members 
on this panel hpve teenagers. What message sh^ald we be sending 
to our teens today about thiL disease, this virus that kills, and what 
steps they should take to avoid ii? 

What would you tell your— I don't know the ages of your chil- 
dren. 

Ms. TAYLOit. Mine are all grown now, but I have grandchildren 
who are growing up. I think the mores, the morality today simply 
have to change. If it means taking a complete swing, as it usually 
does, from ^ permissive age to a more Victorian titude. This is 
with a reason, not jusi a fashion. 

It is a life reason. People are going to have tr change their ways- 
I think thj^ngs like singles bars, massage parlors, are going to have 
to be a thing of the past. Careful sex; you cannot say to teenagers, 
people in their 20's, 30's, 40's, 50's, that sex is completely out of the 
question. 

That is unrealistic. There have got to be ways of careful sex. ^e 
have to be more inventive, I guess, and have more fun in finding 
them. 

Mr. Coats. Don't we run the risk of not giving them the full 
truth, if we talk in terms of safe sex, or careful sex? 

Ms. Taylor. I think we have to tell them the complete truth. 

Mr. Coats. The complete truth is that any relationship carries 
the potential 

Ms. Taylor. If you are talking about intercourse, yes. 

Mr. Coats. Carries the potential of receiving the virus. 

Ms. Taylor. Yes. 

Mr. Coats. I am disturbed sometimes with the message that says, 
all you have to do is have one partner. Just make sure you don't 
have luhiple partners. " am not sure I want to leave that message 
with my teenager daughter, because that one person may be carry- 
ing the virus 

Ms. Taylor. Exactly. I am a single woman, and I thmk before 
embarking on a new relationship I would have the AIDS test 
myself. If I were serious about someone, in lo^'e with someone, I 
vv'ould ask that they have the AIDS test before I embark on an inti- 
mate relationship. 

Mr. Coats. The t^a ^on is because the consequence is death. No 
cure. 

Ms. Taylor. There sure isn't. 

Mr. Coats. It is not a matter of going to the doctor and getting a 
shot of penicillin. It's death. 

Ms. Taylor. Unfortunately, at the moment, there is no remis- 
sion. 

Mr. CoATb. Thank you. Thank you, Mr. Cnairman. 

Mr. Waxman. Thank you, Mr. Coats. Ms. Taylor, we have sent 
ou to talk to the President. We have asked you to speak to vhe 
eads of the networks. Usually witnesses tell us what to Jo, and we 
are telling you what to do. 

I think the important thing is tliPit we need to work together, 
^Ad your message to us is that we are the elected officials. Tlie gov- 
ernment people ought to be showing the leadership. I think, in 
showing leade^hip, w^^ can follow your example. 

Thank you very much for being with us. 
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Ms. Taylor. Thank you. Thank you very much. 

Mr. Waxman. For our next witnesses, I would like to call for- 
ward Mr. Michael Zimmerman, Senior Associate Director, Human 
Resources Division, General Accounting Office, Washington, DC, 
accompanied by Cynthia Bascetta; Dr. Lawrence Miike, Senior As- 
sociate, Office of Technology Assessment. 

We are pleased to welcome you to our hearing this afternoon. 
Your prepared statements we are going to make part of the record 
in lull, but we are going to ask you to summarize or give your - es- 
entation orallv in no more than 5 minutes. 

We will ha/ft to be quite strict about the 5 minute rule. We are 
running late, and we want to give everybody the opportunity to be 
heard. 

Mr. Zimmerman, let's start with you. 

STATEMENTS OF MICHAEL ZIMMERMAN, SFMOR ASSOCIATE DI- 
RECTOR, HUMAN RESOURCES DIVISION, GENERAL ACCOUNT- 
ING OFFICE, ACCOMPANIED BY CYNTHIA BASCETTA; AND LAW- 
RENCE MliKE, SENIOR ASSOCIATE-HEALTH PROGRAMS, 
OFFICE OF TECHNOLOGY ASSESSMENT 

Mr. Zimmerman. Thank you, Mr. Chairman. 

I am pleased to be here today to discuss the report we issued last 
month, presenting the views of experts on the adequacy of the ad- 
ministration's proposed fiscal year 1988 budget for AIDS preven- 
tion activities. I will focus my comments today on their views, on 
funding education efforts to combat AIDS. 

Since de^'elopnent of a vaccine is at least 5 years away, and 
probably longer. Federal, State and local health department offi- 
cials and experts in the research community agree that education 
and prevention activities are the most powerful tools available to 
reduce the potential impact of the AIDS epidemic. 

Overall, the experts we interviewed concurred with the priorities 
reflected in the administration's budget, which are: limiting the 
spread of AIDS among IV drug users: targeting education at high- 
risk groups and at the general population; and expanding volun- 
tary counseling and testing. 

The experts did not, however, agree with the proposed funding 
levels, and, as I will discuss, suggested that the administration's 
budget be substantially increased. I should adu that the experts 
made their funding suggestions without regard to competing health 
priorities or Federal budgetary constraints. 

The experts cited the sharing of contaminated needles by IV 
drug users as a dangerous and alarming problem because it repre- 
sents the primary means for spreading the AIDS virus among the 
heterosexual population. Nationwide, 60 percent of heteiosexual 
cases, and 73 percent of cases in newborns, were transmitted as a 
result of IV drug use. 

The expert? * L'eve that educating IV drug users about AIDS has 
increased dei..and for methadone treatment, and thrt treatment 
can reducft the spread of AIDS by reducing :ae nun/ x of addicts 
who inject 'v.roin. Public health officials in New York suggested an 
additional $00 to $150 million to expand methadone treatment in 
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New York City, where about one third of the Nation's IV drug 
users live. 

Many barriers preclude expansion of drug treatment programs, 
and rapid expansion ^ver the next few years will be expensive. In 
the interim, less costiy but also controversial methods of reducing 
the spread of AIDS— such as teaching drug users how to disinfect 
needles'—can be implemented. 

The experts also told us that AIDS education of the high risk 
groups and the general population should be pursued with a sense 
of urgency, and a level of funding that is appropriate for a life-or- 
death situation. Moreover, to limit the spread of AIDS infection, 
education must start or be expanded immediately in all geographic 
areas, including those where there are still a few cases. 

According to the experts, the administration's budget request of 
$155 million does not provide sufficient funding for education of 
the general public and targeted groups. Some experts suggested 
that at least $100 million, in contrast to the $29 million in the ad- 
ministration's budget request, is needed to launch a massive public 
education campaign on how AIDS is spread. 

They suggested using paid commercial advertising, instead of re- 
lying on public senrice announcements, which are generally not 
ail ed during prime viewing hours. I might add that AMA officials 
suggested increasing funding for AID*^ education by at least $65 
million more than the budget request. 

Many experts expect the Federal Government tt nderwrite a 
major portion of funding for AIDS educational efforts. ^^^-^ believe, 
however, that private sector organizations, such as health and life 
insurance companies, have strong financial incentives to become 
invob'ed in AIDS educational efforts, because they will also incur 
large expenses in the next few years if the AIDS epidemic goes un- 
checked. 

I understand the hearings yesterday focused on testing and coun- 
seling. Let me add that the experts advised us that intensive educa- 
tional campaigns may increase demand for testing in both high- 
and low-risk populations. The experts we contacted at CDC and 
lOM were unable to predict, however, the potential demand for 
testing. Thus, precise budgetary estimates are difficult to make. 

Turning briefly to the cost of treating AIDS: despite widespread 
concerns about the financial repercussions of AIDS, data on costs 
of medical care, which may total $38 billion by 1991, are surpris- 
ingly scarce. 

A review of cost studies done between 1985 and 1987 shows that 
meaningful cost comparisons are difficult to make because the 
studies varied in their definitions of AIDS, the types of costs in- 
cluded, the time periods analyzed, and the geographic areas. Esti- 
mates of individual lifetime hospital costs varied from $24,500 to 
$147,000, largely due to differences in lengths of hospital stays for 
AIDS treatment. 

In summary, we believe that investing in education and preven- 
tion now can help contain the future costs of AIDS, In addition, al- 
though it is difficult to predict how the costs of treating AIDS may 
change over time, there is evidence that the CDsts per case can be 
minimized by delivering care outside of the hospital setting. 

This concludes ny statement. 
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[The prepared statement ot Mr. Zimmerman follows:] 

Statement of Michae:^ Zimmerman 
Mr. Chairman and Members of the Subcommittee: 

I am pleased to be here today to discuss issues related to Federal efforts to limit 
the spread of Acquired Immunodeficiency Syndrome, commonly known as AIDS. My 
comments will primarily relate to the report * we issued last month on the adequa- 
cy of the administration's proposed fiscal year 1988 fur nsj levels for AIDS preven- 
tion activities in the U.S. Public Health Service (PHS). 1 w.ii also disr-ss the cost of 
caring for AIDS patients and the possible implications of alternat»' .atments on 
tha.-e costs. 

My comments are based on our review of the literature and the views of our 20 
experts from the research and health professional communities, advocacy groups, 
and State and local heaJth departments in New York, California, Florida, Massachu- 
setts, Illinois, and Washington, D.C. While the experts generally concurred with the 
prevention priorities as reflected in the budget, they told us that additional funds 
were needed for education, testing, and counseling services. These views are those of 
the individuals we contacted and not necessarily tb^^^e of their affiliated organiza- 
tions. , . ^ 

As of September 1987, over 40,000 AIDS cases had been reported to the Centers 
for Disease Control (CDC), up from about 300 in 1981. Most of the cases were clus- 
tered in high-incidence areas, such as New York Cit^, San Francisco, Los Angeles, 
Miami, and Houston. The Public Health Service predicts that there will be a total of 
270,000 cases by 1991. While San Francisco and New York currently account for 
over half the cases, by 1991, 80 percent of the cases are predicted to oe in other 
areas. 

The Public Health bt-rvice's budget for AIDS prevention and researcn has in- 
creased from $200,000 in fiscal year 1981 to over $790 million proposed by the ad- 
ministration for fiscal year 1988 Of this budget, about two-thirds ($519 million) 
would be spent on biomedical research to find a vaccine and cure. The remaining 
one-third ($247 million) would be used for prevention and education activities— $155 
million for education ($55 million targeted at IV drug users) and $92 million for 
testing and counseling ($15 million targeted at IV drug users). The budget request 
also includes $24 million for maintaining the safety of the blood supply and other 
activities. 

Since development of a vaccine is at least 5 years away and probably longer. Fed- 
eral, State, and local health department officials and experts in the research com- 
munity agree that education and prevention activities are the most powerful tools 
available to reduce the potential impact of the AIDS epidemic. 

Overall, the experts we interviewed concurred with the priorities reflected in the 
administration's AIDS prevention budget for fiscal year 1988— ^limiting the spread of 
AIDS amoni^ intravenous drug users, targeting education at high-ri.-K groups and at 
the general population, and expanding voluntary counseling and testing The ;x- 
perts did not, however, agree with the proposed funding levels and, as I will discuss, 
suggested that the administration's budge, be substantially increased 

The experts made their funding suggestions without regard to competing health 
priorities or Federal budgetary constraints. Although GAO did not develop its own 
funding recommendations, we offer comments that may reduce the need for Federal 
cost increases suggested by the experts. 

The experts cited t sharing of contaminated hypodermic needles by intravenous 
drug users as a dangerous and alarming problem because it represents the primary 
means of spreading the AIDS virus among the heterosexual population. Nationwide, 
60 percent of hi erosexual cases and 73 percent of cases in newborns were transmit- 
ted as a result of intravenous drug use. 

Methadone treatment can, the experts believe, reduce the spread of AIDS by re- 
ducing the number of addicts who inject heroin. Public health officials in New York 




expand methadone treatment, but did not cite a dollar amount. 

Many social, political, and financial barriers preclude expansion of drug treat- 
ment programs and other means aimed at intravenous drug users For example, 
communities often resist expansion of methadone clinics in .heir neighborhoods 
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While drug treatment may be the preferred option, rapid expansion over the next 
few years will be expensive In the interim, less costly but also controversial meth- 
ods of reducing the spread of AIDS that do not involve changing drug users' basic 
behavior, such as teaching drug users how to disinfect needles, can be implemented. 

The experts told us that AIDS education for high-risk groups and the general pop- 
ulation should be pursued with a sense of urgency and a level of funding that is 
appropriate for a life-or-death situation. Moreover, to limit thf spread of AIDS infec- 
tion, education must start or be expanded immediately in all geographic areas, in- 
cluding those where there are as yet few cases. In particular, because the virus can 
be spread through unprotected heterosexual intercourse, the experts believe that 
clear and direct messages about safer sexual practices, such as using condoms, can 
help prevent the spread of AIDS in the general public. 

According to the experts we contacted, the administration's budget rt^quest of 
$155 million does not provide sufficient funding for education of the general public 
and targeted groups. Experts from the Institute of Medicine's (lOM) Committee on a 
National Strategy for AIDS estimated that at least $100 milion— in contrast *x) the 
$29 million in the budget request— is needed to launch a massive public education 
campaign on how AIDS is spread. They suggested that the Centers for Disease Con- 
trol use paid commercial advertising in prime viewing hours instead of relying on 
public service announcements, which are generally not aired juring prime viewing 
hours. American Medical Association (AMA) experts suggested increasing funding 
for AIDS education by 3 to 5 times over the fiscal year 1987 spending level- -$65 to 
$215 million more than the fiscal year 1988 budget request. 

Many experts expect the Federal Government to underwrite a major portion of 
funding for educational AIDS efforts. We believe, however, that private sector orga- 
nizations, such as insurance companies, have strong financial incentives to become 
involved in AIDS educational efforts because they will also have large outlays in the 
next few years if the AIDS epidemic goes unchecked. Also, the costs of the mass 
niedia campaign envisioned by the Institute of Mf icine may be reduced if televi- 
sion and radio stations were encouraged to broadcast public service announcements 
during prime viewing hours as an alternative to paid advertising. Other relatively 
inexpensive measures, such as posting notices on public transportation, would pro- 
vide a constant reminder of the th of AIDS. 

The experts expressed concern l. c-t individuals requesting testing and counseling 
typically had to wait sever?' eeks to be tested. Citing unacceptable waiting periods 
at test sites in Chicago, foi ...stance, the AMA recommended that testing capacity 
be increased by three to five times. 

The populations at high risk of contracting AIDS, such as homosexual/bisexual 
men, IV drug users, and their sexual partners, number nearly 10 million persons, 
according to recent CDC estimates. At an average cost of $45 per person, potential 
resources needed if these individuals request testing would approach $450 niUlion. 
Assuming the States match the administration's budget of about $90 million, about 
$250 million more in total funding would be needed to meet this demand. 

Experts we contacted at CDC and lOM were unable to predict, however, the po- 
tential demand for testing from either high-risk individuals or the general public. 
Additional costs also would be incurred for heterosexuals who perceived themselves 
to be at risk for whatever reason; persons who received multiple blood transfusions 
in high-incidence areas before 1985; and prostitutes. Moreover, intensive educational 
campaigns may increase demand for testing in relatively low-risk populations. Pre- 
cise budgetary needs are, therefore, difficult to estimate 

Investing in prevention now can help contain the future direct medical costs of 
treating AIDS A study prepared for the Centers for Disease Control projected that 

eating AIDS may cost $8.5 billion in 1991 (or 1 4 pt rcent of total personal health 
expenditures, up from 0.2 percent in 1985). Including the indirect costs of losses m 
productivity associated with premature death, these researchers predicted the total 
social costs of AIDS may reach $64 billion by 1991 ^ A more recent estimate of the 
total costs of treating AIDS predicted that cumulative medical treatment costs 
might reach $38 billion by 1991 ^ This study based its projections on recent research 
indicating that the future caseload may be greater than the Public Health Service 
originally predicted. 



2 Scitovsky, Anne and Dorothy Rice "Estimates of the Direct and Indirect Costs of Acquired 
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These studies probably understate the total costs of treatment because they ex- 
clude the costs of services received outside the hospital, such as drugs, institutional 
or home-based long-term care, hospice care, ambulatory physician and ancillary 
services, and community support services In fact, despite widespread concern about 
the financial repercussions of AIDS on the health care system, data on the costs for 
medical care of persons with AIDS are surprisingly scarce. Furthermore, no esti- 
mates are available of the costs associated with AIDS-related complex—AIDS-viruc 
infections that do not meet the CDC definition of AIDS. 

Other factors, however, may raise or lower total costs. First, the distribution of 
cases of AIDS and AIDS-related complex by diagnosis may chang*; over time. For 
example, according to CDC, the proportion of AIDS patients with certain cancers, 
such as Kaposi's sarcoma, may decrease while severe lung infections, such as Pneu- 
mocystis carinii pneumonia, may increase. Since the latter is more expensive to 
treat, direct pe 'onal medical costs would be expected to rise Other changes in case- 
mix nr.ay also ^.ise or lower total treatment costs. 

Second, numerous drugs are being tested and are under development. Drugs hke 
AZT (azidothymidine) affect treatment costs in two ways— by raising pharmaceuti- 
cal costs and by changing the clinical course of the disease. Patients on this drug 
may live longer but lequire diiferent health care services, which may in turn raise 
or lower costs. Moreover, drugs like AZT may improve the quality of *ife and de- 
crease productivity losses if AIDS patients can continue to work longer than would 
have bee.n possible without the drug. Obviously, development of a cure or vaccine 
will change the cost situation 

A review of cost studies done between 1985 and 1987 shows that the costs pei* case 
of treating AIDS vary significantly.* Meaningful cost comparisons are difficult, how- 
ever, because the studies varied in their definitions of AIDS, the types of costs in- 
cluded, the time periods analyzed, and the geographic areas The studies were con- 
ducted uping data from New York, California, Florida, Massachusetts, Maryland, 
Minnesota, Alabama, and New Mexico. 

Estimates of lifetime hospital costs ranged from $2\500 to $147,000 The variation 
is due largely to differences in lengths of hospital stays for AIDS treatment, for 
which there is no standard medical model There ib also some evidence suggesting 
that AIDS patients are now less likely to be admitted to intensive care uniti^ than 
they were less was known about the disease. 

According to two recent articles m the Journal of the American Medical Associa- 
tion,^ the use of inpatient hospital treatment for AIDS appears to have decreased 
over time. As a result, lifetime treatment costs for AIDS patients seem to have 
fallen. Specifically, days in the hospital from diagnosis to death fell from 168 for the 
first 10,000 cases ® to 35 days (based on San Francisco data) and to 62 days (based on 
Massachusetts data) in 1984 and 19«.^ 

The average length of stay is also shorter in areas where alternatives to hospitali- 
zation exist, such as outpatient diagnosis and therapy and home- and community- 
based services. In San Francisco, the mean len^h of hospital stay for ail AIDS diag- 
noses was 11.7 days in 1984. Voluntary organizations in San Francisco provide sup- 
port services to AIDS patients that all jw t'lem to leave the hospital sooner or avoid 
hospitalization completely Providers in Florida also have been able to cut hospital 
costs by setting up outpatient treatment services for AIDS patients 

While it may be possible to increase home-based &.-rvices in other communities 
where th'j caseloads are comprised of mostly homosexual men, it is more problemat- 
ic in areas where intravenous drug users account for a greater percent of cases For 
example, '.he average length of stay for AIDS patients in New York City was 50 
days in 1984 This may reflect, in addition to differences in severity of illness, a lack 
01 outpatient or home-based care for AIDS patients in New York City, of whom 30 
percent are intravenous drug users. 

In summary although it is difficult to predict how the cf sts of treating AIDS may 
change over time, there is evidence that the costs per cab( ran be minimized by de- 
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livering care outside the hosMtal setting This appears to be occurring in several 
areas of the country. 

This concludes my statement. I will be happy to answer any questions you may 
have. 

Mr. Waxman. Thank you very much, Mr. Zimmerman. 
Dr. Miike. 

STATEMENT OF LAWRENCE MIIKE 
Mr. Miike. Thank you, Mr. Chairman. 

I war^ to congratulate you on some creative scheduling, having 
three Federal bureaucmts following Elizabeth Taylor. I consider 
that sort of a cruel and unusual punishment. 

Let me just summarize some of the points that J think should be 
considered in a research and education bill that the Congress could 
support. 

Number one. Two and a half years ago, we reported to this com- 
mittee on the Public Health Service response, and I am glad to see 
the progress that has been made since that time. We really do need 
multi-year funding for reseanih and education, rather than year-to- 
year, for better planning purposes. 

One can never talk about efficiency of our research dollars be- 
cause of the very nature of research; although in this area we are 
trying to do that with much more directed research. But it still is 
the bottom line that, the more money you put into a research area, 
the more researchers you will pull into that area. I leave that up to 
you, in terms of where that cut-off should be. 

I also say in my testimony that one might use some construction 
funds creatively, as a method of bringing in new researchers, and 
trying to establish other than the established centers of AIDS re- 
search that exist at the present time. 

Also, another one of my points is that, with this particular dis- 
ease, when we develop the research agenda, we should not only pay 
attention to what the s ientists tell us is important research, we 
should also be addressing public concerns. For example, earlier this 
month we distributed to all members of the Congress an analysis of 
the issue of whether insects transmit AIDS, because that was on 
the public consciousness. Even though scientists thought it was 
such a niinor question, we thought that it was an important issue 
for the public. 

Let me use an example of the kinds of areas that we need more 
information on that are directed at public concerns, and that's basi- 
cally how the AIDS virus gets transmitted. 

Simply because it*s found in blood raises the question of whether 
mosquitoes could transmit it, and I hope our staff paper on that 
issue addressed that question appropriately, so one can make their 
own judgments on that; but my judgment is that if it ever occurs, it 
is going to be a very rare and unusua! event, and not something 
that is going to be a significant contribution to AIDS transmission. 

Also, ill? issue of saliva. We know that it can be found in small 
amounts in saliva, but I think it's essentially the same question as 
mosquito transmission. Simply because one finds it 'n a particular 
body fluid doesn't mean AIDS can be transmitted that way, the 
conditions have to be right before transmission can occur in that 
fashion. 
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Another area that I think we need to get into and which touches 
directly on the testing issue is that we need better tests for infec- 
tion. Recently, actually this morning, I gave a little talk about the 
accuracy of the AIDS antibody test, and everybody assumes that 
with what everybody now heai-s about the 2LISA and the Western 
Blots, that everything is hunky-dory. 

I want you to know that there is no standard for what is a posi- 
tive Western Blot, and really the Department of Defense interpre- 
tation of a positive Western Blot is quite different from the Red 
Cross's interpretation of a Western Blot, and I am a little vvorried 
that significant numbers of th military people who have been 
identified through ELISA's and Western Blots as HIV positive 
may, in fact, not be infected with the virus. So I think we need 
better tests on who is infected or not. 

And finally all of these kinds of information tie into the educa- 
tional campaign area. We really need to find better ways of com- 
municating what are really probability estimates from research 
and translate tht^t into language that the public can understand 
and can make their own judgments about risk. 

One other area for educational strategies, I think, is that we 
should— it brings to mind in the early 1970's our attempts to make 
physicians more compassionate and get them more into general 
practice and family practice rather than into the specialties. I 
think a similar effort is needed in our health profession schools to 
educate students now, so that they can be compassionate toward 
AIDS patients and don't turn away from them els they get into 
practice. 

[The prepared statement of Mr. Miike follows:] 

Statement of Lawrence Miike 

I am Dr Lawrence Miike, Senior Associate in the Health Prop^^im of tht Office of 
Technology Assessment (OTA), and I am here today to comment on Federal support 
for research and education on AIDS 

Among the AIDS-related activities at OTA is a series of staff papers, initiated in 
June of this year at the suggestion of OTA's Congressional Board and with the en- 
couragement of the House Appropriations Committee The first staff paper, Do In- 
set ts Transmit AIDS^, was released earlier this nionth We expect to issue a second 
staff paper, on the cost-efTectiveness of preventive education programs, in oarl> 
1988 

OTA first reported to this subcommittee on the Public Health Service's (PHS) re- 
sponse to AIDS in February 1985 At that time, our conclusions were as follows 

OTA concludes that although PHS has indeed undertaken a massive effort and 
mide Significant accomplishments, the statement that AIDS is DHHS's number one 
health priority has not alw<iys been supported by financial and personnel resources 
The responsibility for this situation, however, appears not to rest with the Office of 
the Assistant Secretary in PHS, but instead reflects decisions made at higher levels 
of the Federal Government. The administration has not pursued an appropriation 
for the Public Health Emergency Act, choosing instead to rely on securing appro- 
p lations for individual PHS age icies from Congress Although sufficient and uncer- 
tain distribution of resources has not been the sole cause of delays or inadequacies 
in PHS AIDS research, surveillance, and service provision, it has resulted in at least 
inadequate planning, increased competitiveness among Agencies, inadequate atten- 
tion to certain areas which are perceived by many to be important (e g., public edu- 
cation and prevention), and a diversion of attention from other critical health areas 

Although significant advances have been made in understanding AID5^ its pri- 
mary cause, and associated factors, it will be Fome time befr* ^ this biomedical 
knowledge can be expected tu oe translated into effective preventive a'ld therapeu- 
tic interventions In the invenm, and probably even if biological remedies become 
availabk prevention through I'ducation on ways of minimizing exposure to HTLV* 
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III (the current name fo*- the AIDS virus is HIV, for "human immunodeficiency 
virus") has the greatest potential of limiting the spread of AIDS So far, efforts to 
prevent AIDS through education have received minimal funding, especially efforts 
targeted at the groups at highest risk. 

In testimony before Viis subcommittee when OTA delivered its report, we empha- 
sized the importance of preventive education 

Up to this time, the major emphasis of the Federal Government's AIDS activities 
has been to seek a technological solution— to find the biological cause of AIDS, to 
develop effective drugL against the disease, and to develop a vaccine if possible. 
These efforts are as important now as when they were first formulated, but it has 
also become obvious that a quick technological solution is not at hand and that 
progress against AIDS will come in increments. Thus, to ir'nimize the spread of 
AIDS, non-technoJogical approaches also need more emphasis than they have re- 
ceived so far, such as educating persons at risk on how they can avoid being exposed 
to the AIDS virus 

In the interval since we testified before this subcommittee in February 1985, tests 
to identify persons with antibodies to the AIDS virus (and presumed to be carriers 
of the AIDS virus) have become available and are widely used, and the first drug 
against the AIDS virus itself (azidothymidine or AZT, now called zidovudine, trade 
name Retrovir*) is now available However, the availability of the AIDS antibody 
test has brought the issue of mandatory versus voluntary testir,^ ♦x) the fore, and 
treatment with AZT has turned out to be unexpectedly costly (about $10,000 per pa- 
tient per year). Moreover, there is still wrangling over how to implement preventive 
strate^es and how much to invest in these activities 

Finally, we made the following observation in February 1985: 

If we are in for a prolonged battle against AIDS, then we must begin to think of 
strategies other than the one currently being followed. Currently, support for AIDS 
a :tivities has been formulated on a year-to-year basis, and the Federal emphasis has 
been on developing methods to diagnose, prevent, and treat the disease. The tension 
among the individ^ial PHS agencies, DHHS, and the Congress has stemmed largely 
from differences over the source of funds for AIDS activities and on the amount of 
funds that should be devoted to AIDS The Department prefers to reallocate PHS 
agency funds from other activities to AIDS; and even when (Congress has earmarked 
specific amounts for AIDS, the IXpartr.nent has at times ended up obligating more 
than these earmarked amounts to AIDS 

T^ ^ question is whether or not such reallocation and year-to-year furidin'^ will be 
suffic4<rnt in the future. General budgetary co nstraints mean that PHS agencies will 
be even more pressed to decrease their overall funding and staffing levels at the 
same time that the AIDS problem continues to increase. Should we b^n to think of 
funding AIDS activities on a long-term basis, with multi-year instead of year-to-year 
budgeting? Is AIDS such a grave public health problem that it should be excepted 
from the general budgetary constraints that are being imposed on the PHS and gov- 
ernment programs in general? Should legislation be enacted with a special budget 
for AIDS'? *^ ^ 

Such legislation is now under consideration m the House and Senate, and reports 
by the Institute of Medicine and the General Accounting Office have emphasized 
the importance of preventive education 

Now, let me make some further suggestions for Federal support for research and 
education First, enlarging the AIDS research budget will of itself bring in addition- 
al researchers into the AIDS area In addition, efforts to bring in younger research- 
ers traditionally take place through training grants or through "new investigator" 
awards However, these grants/contracts usually are awarded through centers al- 
ready known for their excellence. Facilities construction funds could be used to de- 
velop additional ways of infusing new blood into AIDS research For example, some 
construction funds could be set aside tc build containment facilities (i.e , facilities 
that ire nece «ry for laboratory v/ork with the AIDS virus) so that more research 
center's could devote work to AIDS 

Second, more research needs tc be conducted or* the ways in which infection with 
the AIDS virus is transmitted It is not enough t j say, for example, that kissing and 
spitting cannot transmit the virus, even though scientists have found small amounts 
of the virus in saliva. 

Third, it is obvious that AIDS is of great concern to the public at large, and not 
only to the research and medical communities Thus, public «:oncerns and fears 
must somehow also be included in the criteria that funding Agencies develop when 
planning their AIDS research agendas. The issue of how infections with the A^DS 
virus can be transniitted is the foremost area of research that would be affected 
Recently, OTA decided to address the issue of whether insects are transmitting the 
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AIDS virus. We were questioned by some in the research community as to why we 
chose to address the issue, since m their ooinion, it was a very minor question But 
it is a major is >ue for the public, and we chose to attempt to provide objective mfor- 
mation on the question instead of leavmg it up to unsupported allegations as the 
primary means of "informing" the public 

Fourth, »ve need better means of communicating research findings to the public, 
despite the difficulties of doing so when much of the public want absolute answers 
and the media is eager to report on any new twist to the AIDS epidemic. 

Fifth, we need to inform health care workers on AIDS before they are faced with 
the actual care of AIDS patients, and we need to infuse compassion, understanding, 
and a commitment to the care of AIDS patients in our future physicians and other 
health workers. In the early 1970'8, attempts were made to develop a commitment 
toward prim^try care among medical students. Similar coTimitments are now needed 
toward the care of AIDS patients. 

Mr Chairman, that completes my prepared testimony, and I \yould be happy to 
answer any questions you or other members of the subcommittee might have. 

Mr. Waxman. Thank you very much, Dr. Miike. 

Mr. Zimmerman, the experts whom you contacted said that the 
current budgets for information and education were inadequate. 
The National Academy of Sciences, for instance, suggested that the 
budget for public education should be more than tripled. 

Did anyone argue that the education effort currently planned 
will be adequate? 

Mr. Zimmerman. No, sir, none of the experts that we contacted 
took such a position. 

Mr. Waxman. Did most of the experts agree that ma^s media 
public education is necessary and appropriate? 

Mr. Zimmerman. Yes, sir. 

Mr. Waxman. Did you discuss with these experts the different ef- 
forts that may be needed for different audiences, say school educa- 
tion or drug addict education or education of gay men? 

Mr. Zimmerman. They discussed with us that point rather em- 
phatically. Just about every group we contacted had a view that 
the media campaigns have to be tailored to the pai^ticular groups 
and the types of persons that you're trying to reach. 

Mr. Waxman. You have suggested that some of the mass media 
work might be done by urging the networks to donate public serv- 
ice announcements. Has this happened during prime time, and 
isn't prime time usually reserved for paid advertising? 

Mr. Zimmerman. That's correct, but I thought your conversation 
earlier today would be a good start. It seems to me that some type 
of pressure has to be put on the media to join in and help. 

Mr. Waxman. You suggested that some of the education work on 
AIDS might be done by insurance companies. You say, however, 
that the experts you spoke to suggested multi-million-dollar budg- 
ets. I know that the insurance industry has done some work. But 
do you believe that they will donate the $30 million needed for a 
house-to-house mailing or the $100 million needed for widespread 
TV advertising? 

Mr. Zimmerman. I don't think they'll donate that much, but they 
are clearly concerned about it. And as the epidemic spreads, I 
think their concern is going to heighten, and I think you're going 
to see more participation, although I don't think it will be wide- 
spread by the insurance ii'dustry. 

Just last week, Mv'^tropoatan Insurance Company ran or spon- 
sored a show— I don't know what it cost them, but it clearly wasn't 
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for nothing— it was an hour of prime time TV, and I think other 
insurance companies, particularly life insurance companies that 
are at high financial risk, I think they're going to take part. 

I also think State and local governments have a responsibility, 
too, though a lot of their money is Federal money. Nevertheless, I 
think they ought to take the lead, particularly communities that 
are nard hit now. I'm quite sure they are spending mone", and I 
expect others to join in. 

Mr. Waxman. One observation I would make as someone who 
has been involved as a congressman in this AIDS issue since 1981 
is that all of these groups that stand to lose so much money finan- 
cially—the insurance industry, the health industry, and all its com- 
ponents—have not come to us and insisted that we appropriate the 
funds for research, appropriate the funds for education. They have 
been standing on the sidelines until very recently, and it as been 
small groups like the gay men's groups that have come in, seeing 
their own dying from AIDS, pleading that we do what we're now 
finally seeing everybody agree that we should have been doing for 
some time. 

Your point is well taken. They do have a clear financial incen- 
tive to want to have educational efforts succeed. Now whether 
some of these industry groups will back that up and take some 
leadership is an open question in my mind. 

Mr. Zimmerman. To some degree, it is in mine, too, to be frank 
with you. 

Mr. Waxman. Mr. Dannemeyer. 

Mr. Dannemeyer. Mr. Zimmerman, have either you or Dr. Miike 
produced any estimates of the numbers cf people in America today 
that have the virus? 

Mr. Zimmerman. We haven't. At the GAO 

Mr. Miike. There are some attempts, and it's realty more or less 
on a theoretical basis on what kinds of models one might develop 
in the absence of good, broad data. So that's still an open question. 

Mr. Dannemeyer. One rule of thumb that's been articulated is 
that if you multiply the uumber of people with fully developed 
AIDS, currently 41,000 plus, by 100, we'd have a rough analysis of 
the number of people in this country with the virus. 

Do you believe that's a correct assessment? 

Mr. Miike. In terms of ballpark figures, I would say that might 
be a little bit overestimated, if you're talking about 100 to 1. But 
I'm really not the person to answer that question, because if we're 
talking about a conversion rate anywhere between 20 and 60 per- 
cent, it doesn't seem to match. You talk about an AIDS case with 
99 others. 

But on the other hand, the numbers that we've heard, which is 
about 1.5 to 2 million, have not changed over the past 2 years, and 
we know that it has to change. 

Mr. Dannemeyer. What did you say? A conversion rate of what? 

Mr. Miike. Well, the current estimates about people who go on 
from infection to frank disease, AIDS, now range anywhere from 
20 to 60 percent over a 5- to 10-year period. 

Mr. Dannemeyer. Well, you're speaking about what we heard, 
what we were told 6 months ago. The current estimates that I have 
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seen is that it will be 70 to 80 perc -nt of the virus will go on to 
develop frank AIDS. 

Mr. MiiKE. One has to understand that those are based on very 
small numbers of people followed— you know, we're talking about 
maybe a few hundred people followed for a length of time, and so 
estimates are made based on whatever evidence is available. 

Mr. DANhiEMEYER. Also we've heard estimates that the quantity 
of people that have ARC today, not yet fully developed AIDS, is 
roughly a factor of 10 times the number who have fully developed 
AIDS. Do you think that's a fair estimate? 

Mr. MiiKE. No. I think that's an overestimate. 

Mr. Dannemeyer. Pardon me? 

Mr. Miike. I think that's an overestimate. 

Mr. Dannemeyer. An overestimate? 

Mr. Miike. I think that's an overestimate. But it also again gets 
into definitional questions about what is ARC. 

Mr. Dannemeyer. Don't you think it would be good public policy 
for our public health authorities at the Federal and State levels to 
have a better knowledge of the people in the country that have the 
virus? 

Mr. MiiKS. Definitely. However, I think the basic issue, which 
you are well familiar with, is how to get that information and who 
to test. 

Mr. Dannemeyer. Well, do you believe, therefore, that public 
policy would require that we begin testing people in certain groups 
in order to find out how many of the A^merican people have tf ^ 
vxrus? 

Mr. Make. It would depend on who we would test, and I think 
that 

Mr. Dannemeyer. Well, let me give you an example. Hospital ad- 
mittees between the age of 14 and 49, persons convicted of drug 
abuse or prostitution, persons visiting STD clinics, persons entering 
the prison population, persons applying for marriage licenses. 

It s been estimated that these groups would include roughly 50 
million people. Do you Selieve it's sound public pc'icy to test people 
in those groups in order that we have a better understanding of the 
number of people with the virus? 

Mr. Miike. Well, my personal opinion is tnat I might agree with 
testing some of those people, but in terms of blanket testing of cat- 
egorical groups, I have some problems with that. 

And, Congressman Dannemeyer, I'm not talking simply about 
the civil rights aspects, but I'm talking about the rate of return 
and the issue of the number of people who would be falsely identi- 
fied, even after confirmatory testing. \.id I can submit some infor ■ 
mation to you later for the record that would outlinr why my con- 
cerns are in that area, in testing low-incidence people. 

Mr. Dannemeyer. Well, you're familiar, of course, with the lact 
that the ELISA test if normally used and if positive, is then con- 
firmed, and then a third test, the Western Blot. Are you familiar 
with that? 

Mr. Miike. Yes. But if vou notice, when I gave my oral state- 
ment, there is no standard for the Western Blot. The Defense De- 
partment uses different criteria fro n the Red Cross, and I can give 
you some examples. If we're talking about a population— suppose 
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we test 100,000 people. Suppose the prevalence of HIV infection is 
0.01 percent. We have a test, the ELI '^A test, that's now 100 per- 
cent sensitive, meaning it would pick up everybody who would be 
infected, and a specificity of 99 percent, meaning only 1 percent 
false positives. Even after the Western Blot, which itself has a false 
positive rate of 1 percent, one weald f.'nd in that 100,000 people 20 
positives, 10 of which would be falsely accused of being HIV posi- 
tive. 

Mr. Dannemeyer. Well, I see my time has expired. I have some 
other questions. Perhaps we'll have another round. 

Mr. Waxman. Without objection, the gentleman might take an 
additional minute, because Fd like to not go for another round. 

Mr. Dannemeyer. Have you estimated what it costs for each of 
these persons who have fully developed AIDS for health care costs? 

Mr. Zimmerman. We have no estimates of what it costs. Studies 
have been done of past cost experiences, and it ranges from $25,000 
say, to $150,000. 

Mr. Dannemeyer. Per patient? 

Mr. Zimmerman. Per patient. 

Mr. Dannemeyer. And based on your analysis, what do you esti- 
mate the cost to the health carr system for caring for patients — 
persons with AIDS, not ARC, not the virus, just AIDS in the next 4 
or 5 years? 

Mr. Zimmerman. Well, I think the most recent study was done 
by the Rand Corporation. Let me say first that the GAO has not 
done a study of the overall cost of AIDS, particularly one over a 
period of 4 or 5 years. Maybe Ms. Bascetta can respond to the cost 
data. 

Ms. Bascetta. The most recent data that the CDC have esti- 
mates that direct medical care costs will approach $8.5 billion in 
1991, and that 

Mr. Dannemeyer. In that year? 

Ms. Bascetta. In 1991. And that including the indirect cost, the 
productivity losses associated with those cases of AIDS in 1991, 
total social costs will be approximately $64 billion. 

Another study that the Rand Corporation did, which used a 
slightly greater caseload projection for 1991, estimated medical 
care costs of $38 billion in 1991. 

Mr. MiiKE. Congressman Dannemeyer, may I add to that? 

Mr. Dannemeyer. Yes. 

Mr. MiiKE. Secretary Bowen estimates that next year Medicare 
costs— Medicaid costs, Fm sorry— for treatment of AIDS patients 
will be about $600 million with another $75 million for AZT. And if 
you figure that Medicaid costs are approximately about 40 percent 
of the total cost, then were talking about $1.5 billion next year, 
direct medical costs. 

Mr. Dannemeyer. Thank you, Mr. Chairman. 

Mr. Waxman. Thank you, Mr. Dannemeyer. 

Mr. Wyden. 

Mr. Wyden Thank you, Mr. Chairman. 

Dr. Miike, do I understand from your testimony that you believe 
renovation and construction money are necessary new expenses for 
AIDS research? 

Mr. Miike. I m sorry. Would you rephrase that again? 




188 



Mr. Wyden. Is it your testimony that renovation and construc- 
tion money are needed new exptmses for AIDS research? 

Mr. MiiKE. What I suggested is that in addition to grants and 
contracts to individual researchers and research projects, that one 
way of trying to build a cadre of AIDS researchers, in addition to 
the traditional method of training grants and new investigator 
grants, is, for example, one might build a modest amount of con- 
tainment facilities, so that different centers can do AIDS research 
who are not able to do it now. 

Mr. Wyden. I understand in your testimony, that you believe 
that fellov/ship and training money for young investigators are 
much needed investments in the AIDS research field. 

Could you elaborate a little bit on why that is the case? 

Mr. MiiKE. Well, I guess one of the issues in the AIDS area is 
long-standing— the pee^ review process, who gets grants and con- 
tracts, and one way to bring in new people who have no track 
record in a particular area of research is traditionally to go 
through the training grants to build up the cadre of people. And 
anyone who has followed the training grant and fellowship pro- 
grams as part of the research establishment, that's always been the 
orphan in the research area. And I think that if we're looking long- 
term, one has to build up both facilities and people in the AIDS 
area. 

Mr. W\DEN. The theory is that you have to round up people into 
the field and not incessantly overwork the people who are already 
in the field. 

Mr. Zimmerman. Mr. Wyden, may I just comment on the ques- 
tion of construct on of facilities? 

In our contacts with the experts, particularly the ones that >yere 
affiliated with the Institute of Medicine study and also at hearings 
v/eVe participated in in Florida last month, there was much discus- 
sion of the need for expanded research facilities. 

The amount of moneys that were presented, for example, by the 
Institute experts didn't seem to be overwhelming, somewhere in 
the neighLorhood of $20 million, but they felt it was very essential 
if the research activities are going to go forward like they should. 
Without the right facilities, they felt they couldn't achieve the ob- 
jectives that they want to achieve 

Mr. Wyden. Well, I commend all of you for a very excellent job 
and an important contribution. 

Thank you, Mr. Chairman. 

Mr. Waxman. Thank you, Mr. Wyden. 

Thank you both, all three of you, for your testimony and your 
work on this issue. It's been very helpful to us. 
[Testimony resumes on p. 208.] 

[The following information was submitted for the record:] 
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HOV ACCUUTE IS AIDS AMTXIODT TISTIMt 

Uvr«nc« MllkA, S«nlor AsaocUt* 
Offlc« of Technology As««a«Mnt 
U.S. Congr««a 



• Dgscrtption of thft Taata 

Testa to detect antlbodlea to the AIDS virus (HIV, for "huaan 
ianunodeflclency vlrua") In blood conalat of two types of teata spplled In 
sequent Isl order to the asne blood apeclaen. If ths first test la poaltlve» 
It la repested. If the repest test Is sgsln positive, then the second test Is 
perfomed. Testing Is not repested on speclnens thst sre negstlve on the 
first test, nor Is the second conflmstory test perfoned on Inltlslly 
negstlve specliaens 

The first tests sre enzyme lanunossssys (EIAs) , In which sntlbodles to 
vhole snd psrtlsl virus sre messured In the sggregste. The second, acre 
specific rest, cslled s "Western blot," Identifies sntlbodles to the msjor 
Individual proteins which mske up the AIDS virus. 

Most of the EIAs sre "ELISA" (enzyae- linked Ismunosorbent ^sMsy) AMMMy^, 
Here, serum fs plsced In wells or on besds thst contsln HIV sntlgen (derived 
from disrupted HIV thst hss been grown In cell cultures). If the specimen 
contslns sntlbodles, they will bind to the test kit's sntlgens. A*::er sn 
Incubstlon period, sny unbound sntlbody Is wsshed from the besd or veil, snd 
sr ftnzyme-lsbeled sntlbody to humsn Immunoglobulin (sll sntlbodles sre 
Immunoglobulins) Is sdded The besd or well Is s^^l.^ wsshed to remove sny 
unbound sntlbody. A res gent Is then sdded thst will reset with sny bound, 
enzyme -isbe led sntlbodles, and the reaction produces s color chsnge thst Is 
measured by sn Instrument called s "spectrophotometer." The color Intensity 
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is quantlfl«bl« and th« nuMrlctl v«Iu« !• c*II«d th« "optlc«l d«iulty." Th« 
r««ult !• lnt«rpr«c«d by coaptrlng it to pocltlv* and Mfatlv* control saopl** 
contolnlng known qu«ntltloo of «ntlbodl««. 

Thoro aro oloo coapotltlv* ElAi, in which •nzya6-llnk«d «ntibodi«s to 
HIV oro oddod to tho woll contolnlng HIV ontlgons ot che mamm tlao u--lnstood 
of oftor-'tho toot opcclaon. If tho opoclaon contolns ontlbodloo to HIV, thoy 
will coiipoto with tho tost kit ontlbodloo In binding with tho HIV antlgons. 
If thoro lo 0 lot of ontlbodloo to HIV In tho spoclBon, thoro will bo Ilttio 
onzyiM • Ilnkod ontlbodloo found bound to tho HIV ontlgono. If tho opoclaon 
contains no ontlbodloo to HIV, oil bound Antlbodloo will bo tho onzyao- linked 
ontlbodloo froB tho toot kit. 

Woo torn blot tooting lo basod on Identifying ontlbodloo to tho Mojor 
proteins of tho AIDS vlnu. Purified HIV op*-lgons ore ooporotod 
oloctrophorotlcolly on o gel, which rooilto in tholr oeporotlon by tholr 
■oloculor wolghto. Thoy ore then blotted onto epeclel peper. A seaple of 
oonia lo epplled to tho ooper end If entlbodlee to HIV «re preeenc, thoy will 
bind to tho vlroI ontlgris. A roJlooctlvo- or onzyBo-IoboIod antibody to 
loBiunoglobuIln lo jhon epplled to the peper. If ontlbodloo Co HIV are preeent 
In the sannlo e'ul have bound to the HIV entlgens, they will eppeer as 
dlotlnctlve bonds on the blot. The locet^on of the bend Indlcetee reaction to 
o specific vlrel protein (See bands depicting the "poeltlve control" spoclnon 
In figure I). 

HIV proteins ere grouped Into three dosses, two etructv-el aud one 
roguletory. The etructurel protelne consist of: I) proteins that prowlde die 
Internal » or "core- (eleo known ee "gog") etructure of tho virus, and 2) 
protelne thet pt^vlde the external or "onvoiopo" (eleo known oe "onv") 
structure of the virus. Tho re^Ietory protelne (eleo kno'im ee *poI*) 
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r«pr«s«nt thm regulatory snsya** (rtvarta traiucrlptMc, andonuclctM) of th« 
virus. Env«lop« protein* alto hava non-prot«ln altMnt* (glycogen) 
Incorporatad Into th«a. The core protein* Include pl7/18, p24/25, end p55. 
which ere shorthend deelgnetlone for proteins vlth Molecule r weights In the 
thousends (or "kllodsltons") . Thus, "p24/25" refers to e protein with e 
■oleculer weight of 2C to 25 thousend. The envelope proteins ere gpAl, 
gpllO/120, itnd gpl60. where "gp" refers to "glycoprotein* (the first vecclne 
undergoing prellmlnsry testing produces entlhodles egelnst gpl20) . The 
reguletory proteins ere p31/32. ?51/S3. and p65/66. 

Accurecv of the Tegts 

When perfomed In the best leboreLorles, the tests ere very eccurete. 
One estlmste Is thet the felse positive rete efter both ELISA end Vestem blot 
testing Is only 1 In 20.000 epeclnsns tested (O.OOS percent felse positive 
rete).^ This Is besed on the essunptlons : 1) that the EIA test is lOOX 
sensitive (I.e., that It will Identify aXI entlbody-posltlve blood speclnens)' 
end 99. 6X specific (I.e.. thet of 1,000 entlbody-negetlve blood specimens, 
only 4 will be Identified es positive for entlhodles to HIV), end 2) thet when 
EIA* positive blood speclnens ere tested by Vestem blot, the felse -positive 
rete for the Vestem blot test Is 1.17X. Hul'-lplylng the felse-posltlve rete 
for the EIA test (0.4X) by tb« felse -positive rete for rhe Vestem blot 
(1.17X) results In e joint felse-posltlve rete of O.OOSX (0.004 x 0.0117 - 
0.0000468 - O.OOSX). 

One study of six comierclelly evelleble EIA tests used to test blood 
donors found e false positive rete of zero to 0.42 percent. ^ However, there 
cen be verlatlons In the felse positive retes for the EIA teats, even among 
different betches of one nenufecturer's test kit,* end the false po. clve rete 
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of th» EU ft cMn h% high ••6.8 p^xc^nt «Mng ho^plt«xls^d pttUnt^.^ 
Thui, • £•!«• poslc«v« r^c^ of 0.4X for th« EU fMt r^pr^^^nt^ • b«st-c^^^ 
•c^iwrlo . 

The 1.17X f«l«« po^ltlv* r^t^ for aptcliMns that r^pc^t^dly 
positive on EI A t^^tlng mod th^n •ubj^ct^d to Vfrv blot t^^tlng comi fro» 
• U.S. Arity •tudy.» Only spoclMns that •r^ r^psntsdly po^ltlv* on th^ EIA 
t^st »T» •ubjact^d to Vsst^m blot t^^tlng. •o lab^ perform th^ western blot 
t«ot on speclMn* th^t thsy know are slr^^dy pissuaed to b« po^ltlv^. The 
f^lse po^ltlv* r^t^ alghc b^ higher If •peclMns th»t vers negetlv* were eleo 
t*eted by Weetem blot; If laboretory pereonnel conducted the Veetem 

blot test on e pec loans that the lti>» did not know wer » posltlvs or negetlve on 
KIA tee ting. For exaaple. ee pert of the U.S. Aray'e qxiallty aseurence 
prograa for AIDS entlbody teetlng, five large coMerclal laboretorlai thet 
offered Western blot teetlng on e fee-for-eervlce beele ««re eent 15 ssnrplss 
thst wsrs known to ba nsgstlve for antlbodlss to ths AIDS virus, and 5 esnrplee 
that were poeltlve. There were alx falee-posltlve results rsportsd. sU on 
different normal spaclBsna, suggesting that the errore were dua to technique, 
llie aoec conon arror was datectlon only of p24/25. end laballng that result 
ea e positive Vestera blot test. Four of the five leboretoriee reported st 
lesst ons fslss -posltlvs tsst rssult. 0ns Isbcrstory did not detect one of 
tha poeltlve epeclmana.' 

Felee poeltlva Veetem blot teete heve reeulted from reectlvlty to the 
cultured huaan cells In which the AIDS virus thst lb used In Veetem blot 
tasting hM bean grown.* For example, the Amerlcen Red Crose reporte thet 
Veetem blot taetlng on epeclaiina thet ere positive with Abbott's ZxK test 
result In "Indetemlnete" reedlngs 10 to 20 percent of the time, while Veetem 
blot teetlng on speclmene thet ere poeltlve with Genetic Syetams* or DuPonfa 
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■lA fmf rssultt In "IndftttnlMtt" Wttt«ni blot rt •dings 40 to SO ptrctnt of 
cIm tlM.' Fur the nor* » lubMquant blood opAclMns obtolntd fron tht •«■« 
patUnt con b« Vostom blot nogotlvo ofttr «n InltUl tpoclMn wot Vostom 
blot posltlvo.^0 

Tha Conteri for DltoiM Control (CDC) h«t ottlutod th«t currently 
llconsod EIA tests heve • sensitivity of 99 pore en t or greeter and • 
•peclflclty of epproxlMtely 99 percent." The CDC el so stetes that the 
•ensltlvlty of thf Vss tern blot Is coaperable to thet of the ElA. Uhlle no 
epeclflclty Is given for the Western blot (descrlbsd es "highly specific when 
etrlct crlterls ere used for Interpretation"), CDC does stete that: "Under 
Ideel clrcunjtences, the probeblllty thst e testing sequence will be felsely 
positive In e populetlon with & low rets of Infection renges from less than 1 
in 100 » 000 (Mlnnesote Depertaent of Hselth, unpublished date) to en est lasted 
5 in 100,000 (citing es references Meyer and Peuker end Burke et el., see 
footnotes 1 and 6, supre)." 

Thmrm Is et present no stenderd for determining when e Western blot test 
le poeltlve. A Consensue Conference from the Office of Kedlcel Appllcetlons 
of Reeeerch, Notional Institutes of Heelth, eteted thet together with 

gp41 (e "geg" protein end an "env" protein) "Is xinequlvocelly positive."" 
The Depertaent of Defense (DoD) , In Its mandatory testing of ectlve duty 
personnel end clvlllen eppllcents for U.S. mllltery service, clesslfles as 
positive those Western blot tests In which, et the mlnloum, either gp41 (en 
"env" protein) elone or p2U/25 plus p55 (two "geg" proteins) are detected." 
The Amerlcen Red Cross requires that et leeet one protein from eech of the 
three types of proteins ("gag," "pol," end "env").- for example, p2U/25 plus 
gp41 plus pSl/33--be detected before the donor Is notified thet he/she hss 
been found to be positive for entlbodles to the AIDS vlrua," 
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Ths lUd Crott ttAndAtd tpplltt only to vh«Ch«r Ch« blood donor will b« 
notlfUd that 4o/«ho hAS h«d • pooltlvo Antibody t««t to HIV. All ropootodly 
pooltlvs EJAi or* dltcardod, r«g«rdl««« of th« rtfult* of Oottorn blot 
tooting. If ooM ontlbodloo to HIV Antlgont or* dotoctod but not ogalntt ot 
loaot ono prctoln fro« ooch of tho throo typoo of HIV ontlfons, tho rooulto 
•ro roportod to tho blood bonk «• "IndotonlnA^o" (oil of tboso opoclMna oro 
•loo dlocordod, bocouso all ropootodly pooltlvo ElAo oro dlocardod, and only 
ropootodly pooltlvo EIAo oro oubjoctod to Wootom blot tootli^). Tho 
indlvidiisl blood bonko dotorvlno vhothor to Inforv poroons with IndotomlnAto 
Wostem bloto of tholr toot rooulto. Indotomlnato Ueotom bloto tbat contoln 
antlbodloo to p2U/25 and gpl60 *-aggod oo probably roprooontlng tho oorly 
otagoo of convorolon to pooltxvo antll»ody otacua. Approxlaatoly 80 porcont of 
poroona with thlo UOotom blot pattom havo progrooood to poaltlvo Woo torn 
bloto 00 doflnod by tho Aaorlcan Rod Crooo. 

In roforonco to the NXH Consonous Confer onco doflnlfioo that a pooltlvo 
Wootom blot conoloto of p24/2S pluc gpAl. end the DoD definition of either 
gp41 elone or p2U/2S plus p55, there aay not be chat auch difference in 
reeulte. The American Red Croee reporte that It le very unusual to find only 
theee alnlnal typee of protelne on the Weetem blot toot. Hover theleee, 
Aaorlcen Red Croee and the Depercaent of Defenee have clearly different 
criteria for vhen a pereon will be labeled ee being infected with HIV end 
being infomed of the resulte, and reeearch etudlee often use yet another 
criterion, the NXH Conaensus Conference definition, for a poeltive Weetem 
blot (i.e., p2U/25 plus gp41).^s 

Figure 1 deplete e hypothetical eltxiatlon involving three pereone. two 
of which would be identified ae hevlng a poeltive Wee tern blot by DoD and one 
of which would be identified ee poeltive by the Amor icon Red Croee. In thie 
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Wgatern Blot: hypothetical Situation In Which A— rlcati Red Croii 
And DeoartiMnt Of Dgfen«« Crif rla For A Poiltiv Ta«t Mav Differ^ 



I 
I 



gpl60 



gpllO/120 



p65/66 



% p5S 



P51/52 



I 

I P31/32 

I P24/25 
I 

I P17/18 

I 



Anerlcan Red Cross DoD DoD Positive Control 

See text for explanatory details 
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hypoth«tlc«l slttiAtlon, not* th«t: 1) Mlth«r of th« DoD posiciv«s would b« 
ld«ntlfUd positiv« by ch« AMtlcan R«d Cross, 2) th« R«d Cross posltlv* 
would b« mgAtlvs by DoD crltsrls, And 3) mlthsr th« R«d Cross nor DoD 
posltlvss would b« ld«nclfl«d ss posit lv« sc cording to ths NIH Consonsus 
Confsrsncs definition. 

T#«t Agguraev IWn^nds On The PoPulMttan Undrgo lng T*atlny 

Evon whon th« tssts srs conductod under optiasl loborotory conditions, 
thoro will be antibody-positive persons who will be aissef*. end soae persons 
who will be incorrectly identified end hence, essuMd to be infected end 
carriers of the AIDS virus. Furthenwre, among persons identified as having 
antibodies to the AIDS virus, the proportion of incorrectly identified persons 
(i.e., the percent of false positives) will increese as the prevelence of 
antibody-positive persons uong the populetion undergoing testing dacreeses. 
These unavoidable errors ere illustreted in the ecconpenying figures. 

In figure 2, the reletlonship between sensitivity, specificity, felse 
uagetivea, and felse positives ere suMsrizad. In figures 3 to 6, the felse 
positive retcs efter both EIA and tfestem blot testing ere calculeted for 
populetions where the prevelences of entibodies to the AIDS virus ere 10 
percent, 0.83 percent, 0.1 percent, and 0.01 percent, respectively. A 
populetion with 10 percent prevelence of entibodies to HIV would represent a 
high-risk populetion. The 0.83 percent prevelence represents the threshold 
for Mandatory aarriage license epplicent testing under e lew pessed in Texes 
in 1987," and is the prevelence obteined if the 2 nillion persons estlaated 
to be infected with HIV in the United Stetes is divided by 240 aillion, the 
current estinatad populetion of the U.S. The 0.1 percent represents the 
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Flgur* 2 

fMTTBQDlES 
Pr«««nt Ab*«nt 





A * 


B - 




Truj 






Po«ltlv« 


Po«ltlv« 


Negative 


C - 


D - 




False 


Tru« 




Negatlva 


Nagatlve 



Setitltlvlty - A/(A + C) 

Specificity - D/(B > D) 

Predictive Velxse Of A Poeitive Reeult. Or 
Probability Thet A Poeitive Reeult le Correct 
- V(A + B) 
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pr«v«l«nc* of HIV Inftctlon that CDC hat •ugs««t«d aay justify pr«MriUl 
r»»tlng (••• footnot* 11, tupr*). Th« 0.01 p«rc«nt mi^t npvmnt th« 
pr*v«i»nc» r«c« in low-rl*k group*. 

In thooo oxaBploo, CDC ••Clmatoo obovo) of tho ••nsltlvlcy ond 

•podflclty of tho EIA ond Wootom blot toot* hovo boan usod. For tho BIA 
toot, oonsltlvlty ond opoclflclcy oro both ooouMd to bo 99 porcont (1 porcont 
foloo nogotlvoo, 1 porcont foloo pooltlvoo) For tho Wootom blot, 
oonsltlvlty lo ooouMd to bo 99 porcont, ond spoclflclty, froa 99.5 to 99.9 
porcont. Tho foloo nogotlvo rote oftor both EIA ond Wootom blot tooting lo 2 
porcont ond lo dorlvod by gdding tho foloo nogotlvo rotoo for ooch toot, 
bocouso Wootom blot tooting lo dono only on opocl»ons thot toot pooltlvo. 
Aftor EIA tooting, 1 porcont of pooltlvo opocl»ono will bo aloood (0.01 x (| 
of pooltlvo opoclBono)). Wootom blot tooting of ElA-pooltlvo opoclMoni will 
■loo 1 porcont of thooo opoclaono, or opproxUatoly on oddltlonol 1 porcont of 
tho totol mnbor of pooltlvo opoclaono (0.01 x 0.99 x (| of pooltlvo 
jpoclAono) - 0.0099 x (| of pooltlvo opoclaono)). 

Iho foloo pooltlvo roto oftor both EU ond Weotom blot tooting lo 
dorlvod by BUlrlalxlng tho folo) pooltlvo rotoo for EIA ond Wootom blot 
tooting, bocovjo Wootom blot tooting lo conducted only on thooo nogotlvo 
opoclaono that tootod folooly pooltlvo on EU. If tho Joint foloo pooltlvo 
roto io 1 In 100,000 (0.00001) to 5 In 100,000 (0.00005) ond the EIA foloo 
pcoltlvo rotfc lo 1 porcont (0.01), tho foloo pooltlvo roto for tho Wootom 
blot thoroforo rongoo fron 0.001 to 0.005, or 0.1 to 0.5 porcont (0.01 x 
(0.001 to 0.005) - 0.00001 to 0.00005). or 1 In 100.000 to 5 In 100,000). 

Iho e.c«aploo oil oooumo thot 100,000 poroono oro bolng tootod For th 
group with 10 porcont of Ito aenboro hovlng ontlbodloo to HIV In tholr blood, 
•n EIA tEOt ooniltlvlty of 99 percent aeons thot, of 10,000 ontlbody-pooltlvo 
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persons, 9,900 will c«sc poslclv* (trua poslclv*), and ICO vlll ft n«g«clv« 
(fslss nsgaclvs). Of ths 90,000 ptrtons without antlbodltt to HIV, on EIA 
tMt with a spoclflclcy of 99 ptrcont muw that 69,100 will taat nagatlva 
(tnia nogatlva) and 900 will taat poaltlva (falsa poaltlva). Tha pxadlctlva 
valua of a poaltlvt BIA teat la thus 9,900 dlvldad by 9,900 plur ^00, or 92 
parcant; l.a., aftar only EIA taatlng, tha probability that a poaltlva rctult 
la truly poaltlva la 0.92. 

Tha ramilta aftar Waatam blot taatlng ara aa followa. A taat 
a^naltlvlcy of 99 parcant mmaxkM that, of tha 9,900 paraona taatlng poaltlva 
aftar EIA taatlng and who actually hava antlbodlaa to HIV praaant, 9,900 x 
0.99, or 9,801 paraona will ba corractly Idantlflad aa poaltlva, and 99 
paraona will ba Incorractly Idantlflad aa balng antibody- nagatlva. Thaiafora, 
after both EIA and Waatam blot tasting, a total of 100 plua 99 antlbody- 
poaltlva paraona, or 199 of 10,000, will ba alaaad. Waatam blot apaclflclty 
of 99.5 to 99.9 parcant aaana that, of tha 900 paraona without antlbodlaa that 
wara falaaly poaltlva In tha EIA taat, 0.1 to 0.5 parcant will still ba 
falaaly posltlva aftar Waatam blot taatlng, or a total of 1 to 5 paraona. 
Tharafora, of the 90,000 antibody -nagatlva paraona, 1 to 5 paraona will ba 
falaaly Idantlflad aa poaltl-m, coiiparad to 9,601 paraona correctly Idantlflad 
aa antibody poaltlva. Tha pradlctlva valua aftar both EIA and Waatam blot 
taatlng rangaa froa 9,801/(9,801 + 5) to 9,801/(9,601 +1), or fro* 99.95 to 
99.99 parcant, aa conparad to a pradlctlva vaLia of 0.92 aftar only EIA 
taatlng (aaa flgura 3 for aumary). 

Slsllat ^onputatlona hava baan aada for populx.lona of 100,000 each, 
with prevalanca rataa of antlbodlaa to HIV of 0.63, 0.1, and 0.01 parcant, 
raapactlvaly 
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rigors 3 

Pr«dlcttv Valua. 10 P«re>nt PrmwrnlmtMrn^ 



Antlbodl«« 
Pr«s«nc Absent 



Post civ* 

EIA 

NsgsClv* 


9.900 


900 


100 


89.100 




Present 


Abeent 


Post Civ* 

Western h\Q^ 


9,801 


1-5 


Negative 


99 
97900 


895-899 

900 



Predictive Velue of EIA - 9,900/(9.900 -f 900) - 0.92 

Predl ^slue of EIA plus Vestem blot - 

9^801/(9.801 -f 5) to 9,801/(9.801 -f 1) - 0.9995 to 0.9999 

Number of Felse Negetlvee - 

100 + 99 - 199 

Nuaber of Felee Poeltl^'ee - 

900 X (0.001 Zo 0.f05) - 1 to 5 

Number of True Poeltlvee - 

10,000 mlnue 199 - 9,801 



1 See text for seeuaptlons 
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In th» 0.83 p«rc«nc pr«v*l«nc« (roup. ch« probmblllty of • poalelv* ft 
Uing corr.ct .fttr BIA ttitlng would b« only 0.45. but irould rl« to O.994 to 
0.999 •ft.r W*it»m blot ttitlng (814/819 to 814/815). SUt**n of 830 
•ntlboHy.poiltlv. •ptciMns would hm .l.»«d. As In th« c«s« of ch» 10 p,rc.nt 
*ntlbody.po.ltlv. pr«v«Unc« population, l t<, 5 ptriona wuld hm Incorwctly 
Idtrm^d .ntlbody po.ltlv«, coaptrtd to 814 p«rion< correctly ld«ntlfUd 
•s antibody poiltlva (••• flgur» 4 for luMary). 

In th« 0.1 p«rc»nt pr»v»l»nc» jroup, -h. probability of • poiltlvt t**t 
b^lng corr.ct .ft.r EIA t«»tlng would b« only 0.09, but would rli. to 0.951 to 
0.990 .fttr w..t»m blot t-itlng (98/(98 ♦ 5) to 98/(98 +1). Two of 100 
«itlbody.po*ltlv. .p#cl..,« would b. .L.td. On. to 5 p,r.on, would .g.ln b. 
lncorr.ctly ld.ntlfl.d u .ntlbody po.ltlv., but .t • pr.v.l.oc« of 0.1 
p*rc#nt. only 98 p.r.ons will b. corr.ctly ld.ntlfl.d antibody po.ltlv. 
(... flgur. 5 for .uaury). 

In th. 0.01 p.rc.nt pr.v.l.nc. group, th. prob.blUty of • po.ltlv. t..t 
bolng corr.ct .ft.r EIA C.tlng would b. only 0.01. rl.lng to 0.667 to 0.909 
*ft.r v..t.m blot t..tlng (10/(10 ♦ 5) to iO/(10 ♦ i). All 10 of th. 
antlbody.posltlv. p.r.on. would b. ld.ntlfl.d. On. to 5 p.r.on. would .g.ln 
b. lncorr.ctly ld.ntlfl.d .. .ntlbody po.ltlv., but only 10 p.r.on. will b. 
corr.ctly ld.ntlfl.d .ntlbody po.ltlv, .v.n though no po.ltlv.. will b. 
■li..d (... flgur. 6 for .unary). 

In luinary. th. p.rc.nt of f.l.. n.g.tlv.. and f.l.. po.ltlv.. will b. 
ld.ntlc.1 In popuLtlon. with dlff.r.nt pr.v.Unc.. of .ntlbody.po.ltlv. 
p.r.on.. How.v.r, in Mgh.r pr.v.l.nc. popul.tlon., th. .baolut. nuab.r of 
•ntlbody.po.ltiv. p.r.on. who will b. .l...d (f, 1.. n.g.tlv..) .f t.r both SIA 
•nd W..t.m blot f.tlng will b. mach hlgh.r th.n In lower pr.v.l.nc. 
popul.tlonv For .xajipl., uiong 100,000 p.r.on. t..t.d. 199 of 10,000 
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Antlbodi«a 
Pr«t«nt Abitnt 



Poslclv* 



EIA 



N«gAtlv« 



Positive 
yf^«^»rT^ blot 

Ntgatlvo 



822 


992 


8 


98,178 


Prettnt Abstnt 


814 


1-5 


6 


987-991 


822 


992 1 



Prodlctlve V»lu« of EIA - 822/(822 + 992) - 

Pr«dlctlv« Valu« of EIA pliw WMt«m blot - 
814/(814 + 5) to 814/(814 + 1) - 

Nuab«r of F«lt« Negatives - 

8 -f 8 - 

Nuabar of F«ls« Positives - 

992 X (0.001 tc 0.005. - 

Number of True Positives - 
830 alnus 16 - 



0.45 

0.994 to 0. > 
16 

1 to 5 
814 



1 See text for essunptlons 
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fiptx* 5 



Antibodt*. 





Preienc 


Absent 


Pofltlvc 

m 

N«g«tLv« 


99 


999 


1 


98.901 




Present 


Absent 


PoiLtlv* 

Western blpt 


98 


1-5 


Negetlve 


1 


994-996 




99 


999 1 



Predictive Velue of EIA - 99/(99 + 999) - 0.09 

Predictive Velue of EIA nius Western blot - 

98/(98 + 5) to 98/(98 + 1) - o.951 to 0.990 

Nunber of Felse Negatives - 

1 + 1 - 2 

Nunber of Fslse Positives - 

999 X (0 001 to 0.005) - 1 to 5 

Number of True Positives - 

100 Blnufi 2 - 98 



1 See text for assumptions 
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Plgur* < 



Antlbodiag 
Present Absent 



Positive 



Negetlve 



Positive 



U^>t:em blot 



Negative 



10 


1 , 000 


0 


96,990 


Present 


Absent 


10 


1-5 


0 


995-999 


10 


1.000 



Predictive Value of EIA - 10/(10 + 1.000) - 

Predictive Value of EIA plus Western blot - 
10/(10 + 5) to 10/(10 + 1) 

Nuiftber of False Negatives 

0 -f 0 

Nuaber of False Positives 

1.000 X (0.001 to 0.005) 

Nuaber of True Positives 
10 minus 0 



0.01 

0.667 to 0.909 



1 to 5 



10 



1 See text for assumptions 
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antibody >po«ltlv« p«r«ons will b* ui»»»d it th« pr«T*l«ne« var* 10 p«rc«nt, 
coaparao to 2 of 100 antibody •potltlv* parsons being Bisssd if ths prsvalsnc* 

0.1 p«rc«nt. Turning to th* f«l*« po«itiv««, cha cbtolut* nuabar of 
falM potitiva* will raaain ««««ntially th« with varying pravalancaa of 
antibody -poaitivity, but falaa poaitivaa aa a parcant of total poaitivaa will 
incraaaa aa pravalanca dacraaaaa. For axaapla, if pravalanca vara 10 parcant, 
only 1/9,802 to 5/9,806 poaitiva raaulta would ba falaa poaitivaa, wharaaa if 
pravalanca wara 0.1 parcant, 1/99 to 5/103 poaitiva raaulta would ba falaa 
poaitivaa, and if pravalanca wara 0.01 parcant, 1/11 to 5/15 poaitiva raaulta 
would ba falaa. 

Thaaa ara baat-caaa aatiaataa. In actual practica, laboratoriaa can ba 
arpactad to parfora at lower lava la of accuracy, aiauing nor a poaitiva 
apaciaana and incorrectly identifying ae poeitive aore negative speciaena. 
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Mr. Waxman. Our next witness is Dr. Charles McKinney, Direc- 
tor of Education, Gay Men's Health Crisis, who will be accompa- 
nied by Mr. Tim Sv'eeney, Deputy Director of Government Rela- 
tions. 

We are pleased to welcome you to the subcommittee hearing this 
afternoon. Your prepared statement will be made part of the 
record in full. We would like to ask you, though, to summarize in 
no more than 5 minur.es. 

Dr. McKinney. 

STATEMENT OF CHARLES McKINNEY, DIRECTOR OF EDUCATION, 
GAY MENS' HEALTH CRISIS, ACCOMPANIED BY TIM SWEENEY, 
DEPUTY DIRECTOR FOR GOVERNMENT RELATIOi^S 

Mr. McKinney. Mr. Chairman, members of Congress, my name 
is Charles McKinney. I am Director of Education for the Gay 
Mens' Health Crisis in New York. 

I cotne to you from inside the epidemic. We have been dealing for 
the past 6 years with the crisis on a very first-hand basis. I thank 
you, on behalf of Gay Mens' Health Crisis and 300 community- 
beised organizations throughout the country who have been fighting 
the fight against AIDS, for having us here today. 

I would like to take the tack of offering you our assistance, as- 
sistance that we feel is of particular value because of our experi- 
ence in dealing with the crisis. In Gay Mens' Health Crisis alone 
we have dealt with 5,282 clients, people with AIDS and ARC. This 
number from this single Agency is greater than the combined total 
number of cases diagnosed in all of Western Europe and the 
United Kingdom. 

We have had this experience from inside and offer you the value 
of that experience. 

We have developed over that period of time a level of expertise, 
an expertise that is sought out by the Western European countries. 
We have had visitations from the public health officers end public 
health officials from all of the Western Europe and European coun- 
tries, the United Kingdom, Japan, Australia, Canada, Mexico, 
Brazil. We have been asked to be the guests of governments of 
Norway, Canada and Australia and have presented our educational 
programs there. 

Our literature is reproduced around the world. The World 
Health Organization has sought our counsel in developing guide- 
lines in protocols for working with AIDS. 

While this is a tribute to the quality of the work we do, it raises 
a question as to what the role of government has been. We have 
developed a service delivery model that can provide an immediate 
response to the needs of individuals with AIDS and the needs of 
the community with regard to education about AIDS. We have de- 
veloped an education model that is immediately available to the 
people where the people are and when they are there. 

We do not maintain a program that is a program of service avail- 
able from 9 in the morning until 5 in the evening and require that 
people come to us for the information. Rather we go to where the 
people are when they are there. If that is 4:30 in the morning, if it 
is 12 midnight, if it is on Saturday, Sunday and holidays, and it is 
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all of those, we go to where the people sre to take the educational 
programs to them. 

We can provide and have provided educational service at the 
lowest cost available. When you channel your funds through the 
bureaucracy of the Federal Government down to the State and the 
city bureaucracies, there is not very much left that has not been 
eaten by administrative costs when it is used to provide services 
f A^}7f^ developed a model in which only a few pennies of any 
funded dollars is used for administrative costs, and the rest of that 
dollar goes for direct service. The way we have been able to do this 
IS by enlisting committet* volunteerism, volunteerism as it has 
never really existed before in this country. These are not volun- 
teers who push wheel chairs and deliver flowers to patients' rooms 
These are volunteers who make presentations, who teach classes' 
who facilitate programs, who work directly with clients and do 
hands-on work. 

We are an agency of volunteers. The only way we are able to do 
the amount of work that we do is through volunteers We use 76 
paid staff members actually to facilitate the work of our 1,700 vol- 
unteers who do the work. 

We have developed and utilized information systems that have 
not been accessed by other agencies. Our materials are distributed 
throujrh the public libraries, in correctional facilities, through the 
general post office locations throughout the City of New York 

Our programs are documented to be empirically effective. Our 
literature, as I said, has been reproduced around the world. What 
we otter, in short Mr. Chairman, is the use of these 300 agencies in 
? T^S^iV?^ education that must take place in our fight against 
AIDS. We ui«e you to consider NAN, which is the umbrella organi- 
zation looted here in Washington that represents the 300 commu- 
nity-based agencies that are available to you. We would like to 
help. 

lliank you. 

[The prepared statement of Mr. McKinney follows:] 

Statement of Charles McKinney 
Mr. Chairman, Members of Congrefs: 
i.. Vork^'l'"'? D'i-ecx)r of Education, for Gay Men's Health Crisis 

^nn ' *° °" ^^^f °f Gay Men's Health Crisis and over 

300 community based organizations that are leading the fight against AIDS in this 
country, for the opportunity of testifying before you My purpo^today t to offer to 
the Congress our assistance in the fight against Ais dreaJdi^e^. 
and L'the'nH^t I'^Q^"* ""^ "^Veneiice. Gay Men's Health Crisis was the firet. 
and 18 the oldMtAjDS -service agenw in the world. In the 6 years - our existence 
we have provided direct care to 5.2^2 people with AIDS anJ people with ARcTn 
fact, this one agency has provided services to a ereater number of people with AIDS 
rrJlt nJT 1^^^"^^^"^ diagnosed cases in all of Western Europe and 

SL«tir M v'"i,°*'*''*"'"' PJ°'^**^,'^SS?*i2"«' services on an on-going bas^ to a 
greater New York community of over 14,000,000 people 

We offer you the benefit of our expertise. By arrangement of their embassies in 

J'S^'' P"''''^ health officers from all of the Western European countrtwrthe 

ii"''^J^*'«?°™vV«^a<*f' Mexw and Australia have visited the Gay 

Mens Health Crisis in the past 18 months. Their purpose has been to draw from 

and expertise in the development of national policies by their respec- 

Ssnlftraffi'^ """"•^ ^ ^''^^ '•^y 

r^^^^ educators from Gay Men's Health Crisis have travelled to Norway, 
Canada, and Australia, at the request and expense of those governments, to present 
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risk-reduction programs, on site, to leaders of State, and public health officers. The 
World Health Organization tapped our experience and knowledge when it convened 
a panel of experts in Geneva, Switzerland, last Spring, to develop guidehnes on pre- 

^Th^^c^tioM to the quality of the work we do But they raise qu^ 

tions r^aroing the locus of leadership in the fight against HIV transmission in the 

" W^offf^*?^u the benefit of a service delivei^ model that is of Proven effectiveness 
in providing education and services to the clients we serve. It is a model that has 
wide application as part of a National program of AIDS education. 

The Gay Men's Health Crisis model is one that is capable of immediate response 
to the needs of clients as these needs are identified. It is a model thet makes serv- 
ices avaUable at the time, and at the place they are needed. It w not & ^^^l that 
provides services between the hours of 9 and 5, Monday through Fnday, rather, it is 
a model that takes services to the people where they are, v^hen ^.^^^^^.jj^rjfs, ^[f 
needed. If educational irtcrvention is most effective at 4:30 a.m., 12 midnight, holi- 
days, i-'eekends, in bars, or in bathhouses, our services are provided at the times and 
places the populations we need to reach congregate. . , , *u j r 

Ours is a service delivery model that uses the money available to it for the deliv- 
ery of services A dollar filtered through the Federal bureaucracy to the State, and 
ultimately to the city, provides only a few penniw for servicesLln our jno^^l only a 
few pennies are used for administrative costs, and the m^or portion of the dollar is 
used to provide services. This is achieved through a concept of volunteensm that is 
exclusive with community based organizations. Gay Men's Health Crisis is a volw^ 
teer agency, in which 1,700 volunteers provide direct services to clients, under the 
supervision of a small professional staff of paid employees. 

W thin this model. GMHC has developed a system for dissemmating educational 
information by utUizing preexisting networks that reach mto every neighborho^ 
and ethnic community in our city. These include the public libraries. General Poet 
Offices, athletic clubs, gymnasiums and health clubs as well as correctional facili- 
ties. In addition, we provide peer counselmg at Community Information Tables that 
are stationed ir the Greets ifThigh traffic areas of New York City. Our Commumty 
Support Network utilizes delis, beauty parlors, barber shops and boutiques for the 
distribution of literature and dissemination of AIDS information. . . 

The risk-reduction programs we have developed demonstrate empirically that 
sexual behavior can be modified from high risk to low risk Th<»e Programs have 
been replicated world wide. The Ohio State Department of Health will begin using 
our risk-reduction interventions this Fall in Cincinnati. Cleveland and U)lumbus. 

GMHC literature, which is published in a variety of language and literacy levels 
is reproduced throughout the world. The September issue of the ^cAoo/ L ftmo' 
Jourkal, which goes to every school library . in the country, features GMHC p^^^^ 
tions as a source of "solid" AIDS information for use in school libranes. The VS. 
Public Health Service has purchased copies of Medical Answers About AIDS for dis- 
tribution to all health officers of that service. j „ «#• 

I have with me a selection of these publications which I request be made a part of 

^^'^raie^'^ci^t^^'^^^ a tribute to the quality of our work, they raise questions 
again regaling the locus of leadership in the fight against AIM in the United 

States J 

The* Federal Government, by its inability and unwillingness to respond to a na- 
tional health crisis, has lost its credibility. It has lost the confidence of the peoole. 
The gap between what government says, and what it does, is blatantly illu^treted in 
the poUtical pandering apparent in the selection of appointees to the Presidential 

advisory commission in AIDS. . ^ , . x • ^.u att^o ^^a^^:^ 

In the absence of a Federal initiative in the fight to contain the AIDS epademic, 
the leadership role has been placed on graa^ roots organizations s^ch as the Gay 
Men's Health Crisis, and other commumty based organizations of the National 
5aDS Network that kre located throughout the United States. These organ^tions, 
over 300 in number, are eager to assist the Federal Government in meeting its re- 
sponsibility; but, they cannot be a surrogate for governmental leadership in a na- 

^'^In^itf th^N?^^^^ AIDS Network of grass roots, community based organiza- 
tions, offers you the benefit of its experience and expertise its service de iyeoj syth 
terns and a model that is both cost effective and efficient. It is a model that has 
credibility with its constituency, and the confidence of its constituency. 

A mobilized grass roots effort, in combination with the resources and leadership 
of the Federal Government, provide the strategic elements for success in a national 
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oampaip to contain and c9ntrol the HIVirus. We r^sk the Congress of the United 
States to act on behalf of its people. That is the conclusion of my testimony Mr 
Chairman. Thank you. 

Mr. Waxman. Thank you very much, Dr. McKinney. We appreci- 
ateyour testimony. 

The bells have rung indicating that we have a vote on the House 
floor, ^fore we begin any questions, I would like to recess for us to 
respond to that vote and then return as soon as possible to pursue 
questions and answers. 

[Brief recess.] 

Mr. Waxman. Thank you. 
hm'^^ meeting of the subcommittee will come back to order Dr 
McKinney, let me ask you this: do you think that the same kind of 
educational efforts that you have been involved with should be 
used for the general public? 

^u^i^^^^ we ought to have tailored educational efforts to 
reach different groups? 

Mr. McKinney. Mr. Waxman, the general public is made up of 
many publics, and the materials that we have developed have been 
specifically tailored to each of those populations. I think it would 
an error to think that the educational effort of Gay Men's 
Health Crisis has been targeted exclusively to the Gay and bisex- 
ual community. 

It has not. The major effort has been to the general public, to 
mtorm the general public. Our three missions, our three target au- 
diences, are the general public; health care providers and mental 
health workers; and, third, and specifically for Gay and bisexual 
men, nsk reduction education. 

I would say yes, that many of the methods that we have devel- 
oped are quite applicable to tba general public in the development 
ot any educational program. However, the specific audience must 
be considered in tailoring the program, so that what we have 
learned will be useful. 

Whether or not this is the most useful approach via television is 
a question that would have to be deliberated. Whether it is for a 
classroom setting, yes: we found that to be so 

Mr. Waxman. Mr. Dannemeyer. 

Mr. Dannemeyer. Is the Gay Mens' Health Crisis in New York 
the one that received a grant this fiscal year f )r some $670,000 
from the Federal Government? 

Mr. McKinney. No, sir. 

Mr. Dannemeyer. Have you received a grant at all, in anv 
amount? ^ 

Mr. McKinney. Yes, sir. 

Mr. Dannemeyer. How much was the amount? 

Mr. McKinney. We are in the second year of a research program 
that is funded by the Centers for Disease Control, and for a 15- 
A^" ^ continuation grant was $434,000. 

Mr. Dannemeyer. I see. I have some material here. Do we have 
statt person that can hand this to the witness, please? 

Mr. McKinney. Yes, sir. I recognize this material. 

« i.V^^^^o^^^^^- ^his material published by the Gay Men's 
Health Crisis? 

Mr. McKinney. Yes, sir. 
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Mr. Dannemeyer. When was it published? 

Mr McKiNNEY. There are a couple of different— it has been over 
the 1986-1987 fiscal year, and 1987-1988; each of these has come 
out, it has been timed about 2 to 3 months apart. It was not all 
published at one tin^.e. . . j u o 

Mr Dannemeyer. Was it published and disseminated bv the uay 
Men's Health Crisis at a time when you were receiving this Feder- 
al money? 

Mr. McKiNNEY. Yes. . . 

Mr. Dannemeyer. How do you go about getting a copy ot these 
documents that I have handed to you? . o . c 

Mr McKiNNEY. You may call or write to Information Services ot 
the Gay Men's Health Crisis. On the basis of a telephone call, for 
instance, you would be informed that there are three packets of 
material that are already made up. , . , t i j i i 

I have brought a selection of those materials, which I would like 
to ask be entered into the record today. One is an Info Pack, which 
is an information pack, which is targeted to the general public. 

A second is a Gay Pack, which is targeted to the Gay and bisex- 
ual community. It contains everything that would be targeted to 
the general public, plus the safer sex comics, and a couple of other 
pieces that are targeted exclusively to the Gay and bisexual com- 

Mr. Dannemeyer. Did you mean to infer, sir, that the documents 
that I handed you fit within the category of the safer sex comics? Is 
that what you said? 

Mr. McKiNNEY. Yes. That's what these 

Mr. Dannemeyer. That's what you would call that? 

Mr. McKiNNEY. That's what is captioned on what you gave me, 
yes. 

Mr. Dannemeyer. There is no doubt in the mind of this member 
that the material that I handed you is pornographic 
Mr. McKiNNEY. Yes, sir. 

Mr. Dannemeyer. The fact that you would distribute it— we live 
in a free countrv, we have a free press. If you can find somebody 
that has an interest in that literature, although— you distribute 
this literature by mail? 

Mr. McKiNNEY. Yes. When requested specifically, we do. 

Mr. Dannemeyer. I would submit, sir, that if you distribute that 
pornographic material by mail, you are violating a Federal law 
which prohibits the use of the U.S. Mails to mail pornographic ma- 
terial 

I just don't think that Federal taxpayers' dollars should be di- 
rectly, or indirectly, assisting an organization such as yours m dis- 
seminating pornographic material oi this type. 

Mr. Sweeney. Congressman, if I may? We do not use — - 

Mr. Dannemeyer. You can answer this: why do you distribute 
this type of material? What's the purpose? 

Mr. McKiNNEY. I think that the answer vv'as given to you yester- 
day. We publish material at all literacy levels and m different lan- 
guages that are targeted for different groups, and that are effective 
and useful for different groups 

The safer sex comics have been designed for specific groups, ihey 
are the most effective way of communicating with those groups. 
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You have used the term pornographic material; we call that educa- 
tional literature. 

Mr. Sweeney. Congressman Dannemeyer, we want to make it 
very clear. No Federal funds are used in the printing of these ma- 
terials whatsoever. You will see in the record of the materials that 
we submitted, an order form where you have to order this materi- 
al, should you want to get it. 

It is right here. 

Mr. Dannemeyer. I think, in your analysis, that is probably a 
coirect statement. But from this Member of Congress* viewpoint, I 
don't believe that the people of this country are comfortable with 
Federal taxpayers* dollars going to an organization that distributes 
this kind of material, with all due respect to the purpose you have 
in mind. 

Mr. Sweeney. We believe it is our right and our responsibility to 
educate, and to reach people with lifesaving information. We be- 
lieve that the safer sex comics, in fact, do reach a certain person. 
They will hear a message and, hopefully, act responsibly, and pro- 
tect themselves and their sexual partners. 

Mr. Dannemeyer. I guess we have a different point of view on 
that. Thank you, Mr. Chairman. 

Mr. Waxman. It is your position that Federal dollars are not 
being used, directly or indirectly, for these publications? 

Mr. Sweeney. That is correct. The safer sex comics are not used 
in thi research program, which is Federally funded. 

Mr. Waxman. You wanted to submit some information to us. We 
will pleased to receive that. 

Mr. Dannemeyer. Mr. Chairman, may I ask that this material 
that I showed to the witness be placed in the record? 

Mr. Waxman. We will be pleased to review that material. 

[The material referred to may be found in subcommittee files.] 

Mr. Waxman. I have asked that a transcript of the National 
AIDS Hotline tape message be included for the record. Without 
object? 

I would also ask that their materials that are sent to callers of 
that Hotline, if requested, be part of the record. 
[Testimony resumes on p. 262.] 

[The following materials were submitted for the record:] 
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ASBA: Nttional AIDS Hotline 



T«pcd Me»>»ge 



4 Actors: 1 Hals 



1 Halt 
I Fenale 
1 r«flwlc 



"Azmounccr" 
"Chmrtcttr H»le** 
''Feuls Usd" 
"Black Fetule" 



Announcer (A) 

Thl« iB the Public Heelth Service National AIDS Hotline. . .operated by the 
American Social Health Aaaociation. 

In thia 4 mirute aeaaage. we'll give you basic information on the A quired 
I^ vmmo D ef Ic iency S yndrone - AIDS . 

Fenala Lead 

We'll tall what AIDS i» and how to protect yourself against infection... 
Character Hale 

Ite'll talk about the blood test thau detects the AIDS infection and where 
testing ^s svsilsble... 

Black Fenala 

And we'll have a word for wonen planning on having a baby who are concerned 
about AIDS. 

Feaale Lead 

Then, if you have any questions or want to be sent written information, we' 
give you the phone number to get snswers from our live operstors. 



AIDS is csused by s virus. It's known ss the Human taunodefic iency Virus: 
H-I-V. Host people infected with the AIDS virus don^t feel sick or show any 
eigne of illneaa... 

There are P«opla who do get ver aick. The AIDS virus damagea part of their 
body 'a Inmine ayaten and they gfet aerious diseases which sre rsrely s threst 
to human beinga. So far, in America, moat of theae people have jay and 
biaexuii men, intravenous drug users, people with the disease hemophlllla^. 
and sexual partnera of all these groups. Also, some people ^ «*J ^™ 
Z^^^m fhrrtMoh MrtoH trmnrnf^min-^m. AnH tnnr^ «nd more cjines of AIDS sre now 
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btlns teen In hcf rotexmli . 



VhAt*a thi link betvten til thett troupt? (1) texual contact tnd (2) •xpotur* 
to blood. B«ciuii, that's how ^ AOS virui it tran«mltt«d or tprtad . 

Tou c«a l«t lh9 AIDS virus hj having unprotected eexual inter course vlth en 
infecttd p«rsop... or hj expoeure to their blood. . .noetlj, thet heppeos when 
intrevenoue drug ueere ehare needlee or eyringae... and finally. ..an infectad 
■other can give her child rhe vlrua during pregnancy or et birth. Voasn who 

be infected ehould talk to theit doctor or family plennins service before 
getting pregnant. Rer**e why: 



Cherecter Male 

There ie now e blood ceet that detecte eigne of the AIDS virue...it identifiee 
"entlbodicr*^ to the AIDS virua - that'e whet your body producee to try end defend 
iteelf egeinet the infection. 

Thie blood teet ie insuring thet America 'e blood eupply ie eafe. Every unit of 
donated blood is now teeted and, if poeitive, it*e not .«a. 



yenale Lead 

If you think you've been expoeed to the AIDS vine and ere interaeted in having 
your blood teeted, you ehould eee your peraonel physician - or go to one of the 
new epeciel testing centere, where there ie counseling eveileble end teet results 
are confident iel. We'll give you the number for more teet information. 



...That'e the baeic etory...The AIDS virus is not spreed like tha cold or 
influenza or the neaeles. . .xc's spread mainly by sexual intercouree and by 
exposure to blood... 

If Jfou don't wart to get infected, there are only e few things to remember: 



Bleck Female 

One of the surest wsys to avoid infection is ngt. to hsve eexual intercouree 

or other eexual reletiona: Thet*e called abetinence. And there *e thie important 

edvise from the U.S. Surgeon General. . .Listen. . . 
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Tha b««t protaction flgalnat th« Inf action, right now, barring abatinenca, ia the 
tiae of a condoa. A condoa ahould be uaed during aexual relation* from atart to 
£lDi«h with anyona whom you ara not abaolutely aure ia free of the AIDS virua. 



Remember aven a condom ia not a guarantee of safety; Today everyone needa to be 
^•prudant" about aexual relatione, becauae of AIDS and other aexually tranamitted 
dlaaaaaa. 



Character Hale 

And finally do not abuse intravenoua drugs; if you can't atop, pl*«»e <i<m*t 
ahar«, or land, or even reuae needlea or ayringes. 



Lead Famala 

Now, if you want more information by phone or by mail - take down this number 
1-800- 342- 75U. There 'a a person ready to provide answers 24 houra a day. The 
number fgain la 1-800-342-75 U. Thank you. 
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ficpfvfilsd toy tH# 
U S DEPARTMENT OF HEALTH AND HUMAN SERVICES 
PUtLIC HEALTH SERVICE 



from MMWR, May 22. 1987. Vol. 36, No. 19. pp. 285-289 



Update: Human Immunodeficiancy Virus Infections 
in Haslth'Cara Workers Exposed to Blood of Infected Patients 

Stx persons who provided health care to patientt with human immunodeficiencv virus 
(HIV) infection end who denied other risk factors have previously been reported to have HIV 
infection Four of these cases followed needle-stick exposures to blood from patients infected 
with HIV ( / ) T he two additional cases involved persons who provided nursing care to per- 
sons with HIV infection Although neither of these two persons susteined needle-stick injunes. 
both had extensive contact with blood or body fluids of the infected patient and neither ob- 
served routinely recommended bamer precautions {5.6) 

CDC has received reports of HIV infection in three additiortal health -care workers following 
non-needle-stick exposures to blood from infected patients The exposures occurred dunng 
1986 in three different geographic areas Although these three cases represent rare events, 
they reemphasize the need for health-care workers to adhere ngorously to existing infection 
control recommendations for minimizing the nsk of exposure to blood and body fluids of all 
patients (7-5) 

HMlth-Care Worker 1 : A female health-care worker assisting with an unsuccessful at- 
tempt to insert an artenal catheter in a patient suffenng a cardiac arrest m an emergency room 
applied pressure to the insertion site to stop the bleeding Dunng the procedure, she may 
have had a small amount of blood on her index finger for about 20 minutes before ¥v ashing 
her hands Afterwards, she may also have assisted in cleaning the room but did not recall any 
other exposures to the patient's blood or body 'luids She had no open wounds, but her hands 
we'e <.happ«d Although she often wore gloves when anticipating exposure to b'ood, she was 
not weanng gloves dunng this incident 

The patient with the cardiac arrest died A postmortem examination identified Pneumocys- 
tis cannn pneumonia, and a blood sample was positive for HIV antibody by enzyme immuno- 
assay (EIA) and Western Wot methods Twenty days after the incident, the heatth-care 
worker became ill with fever, myalgia, extreme fatigue, sore throat nausea, vomiting, diarrhea. 

8 1 4-pound weight loss, and generalized lymphadenopathy which her physician diagnosed as 
a viral syndrome That illness lasted 3 weeks She felt much better 9 weeks after the incident 
and, when she was examined 6 months after the incident, all signs and symptoms had re- 
solved She had donated blood 8 months before the incident and was negative for HIV anti- 
body by EIA She donated again 1 6 weeks after the incident and was positive for HIV by EIA 
and Western blot (bands p24 end gp41 ) Serum samples obtained 20 and 23 weeks after the 
incident were also positive for HIV antibody She stated that for over 8 years her only sexual 
partner had been her husband, who denied risk factors for HIV and was seronegative for HIV 
antibody She denied ever receiving a blood transfusion, ever using intravenous drugs, or 
having any needle sticks or other significant exposures to blood or body fluids in the past 8 
years Her serotogic test for syphilis was negative Fifteen othe. employees who assisted in 
the care of the patient were seronegative at least 4 months after the exposure 

Heelth-Care Worker 2: A female phlebotomist was filling a 10 ml vacuum blood collec- 
tion tube with blood from an outpatient with a suspected HIV infection when the top of the 
tube flew off and blood splattered around the room, on her face, and in her mouth She was 
wearing gloves to protect her hands and was wearing eyeglesses so she did not think she got 
any blood in her eyes She had facial acne but no open wounds She washed the blood off im- 
mediately after the exposure The outpatient's blood sample was positive for HIV antibody by 
EIA and Western blot and a hepatitis 8 surface antigen test was negative The phlebotomist's 
EIA was negative the day after the incident and again 8 weeks later When she donated blood 

9 months after the exposure, she was positive for HIV antibody by EIA and Western blot 
(bands p24 and gp41) She has had no symptoms She denied having any sexual contact 
during the previous 2 years, ever using drugs intravenously, or ever receiving a transfusion 
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Two months after the incident she scratched the back of her hand with a needle used to 
draw blood from an intravenous drug abuser of unknown HiV-antibody status She did not 
bleed as a result of the scratch and has not had any needle -stick injuries in over 2 years Her 
serologic test^ for syphilis and hepatitis B were negativ* A coworker who was splattered 
with blood on the face and in the mouth dunng the same incident remains serunegative 1 year 
after the incident 

H«e!th-Caf« Worirer 3: A feroale medical technologist was manipulating an apheresis ma- 
chine (a device to separate blood components) to correct a problem that de 'eloped during an 
outpatient procedure when blood spilled, covenng most of her hands and forearms She was 
not wearing gloves She does not recall having any open wounds on her hands or any mucous- 
membrane exposure However she had dermatitis on one ear and may have touched it She 
washed the blood orf herself and the machine several minutes after the spill The patient un- 
dergoing the apheresis had denied nsk factors for HIV infection However, a blood sample 
from the patient was positive for HIV antibody by EIA and Westem blot methods and negative 
for hepatitis B surface antigen the next day The technologist's HIV-antibody tests were nega- 
tive 5 days after the exposure and again 6 weeks later Eight weeks after the exposure, she 
had an influenza-like illness with fever, myalgia, diarrhea, hives, end a pruntic red macular 
rasn on her arms and legs The illnoss resolved after a few weeks, and her physician thought 
the illness was probably a viral syndrome Three months after the incident, she was positive 
for HIV antibody by ElA and Westem blot methods <band p24 alone) Four months after the 
incident, a Western blot was positive (bands p24 and gp4l) She indicated that for more than 
B years her only sexual partner had been her husband, who denied nsk factors for HIV infec- 
tion and was seronegative for HIV antibody She denied ever receiving a transfusion, ever 
using intravenous drugs, or having any needle- stick injunes in over 2 years Her serologic tests 
for syphilis and hepatitis B were negative She has an immunologic disorder which had been 
treated with corticosteroids in the past, but she had not taken any immunosuppressive medi- 
cation for the past year A coworker with a simila. exposure dunng the same procedure re- 
mams seronegative after 3 months 

R9porfdbv Hospit9Hnf9cttonsProgr9m9ndA/DS Program. C9nt9r for lnfm:tious Dts9ases. CDC 
Editoriel Note: Three instances of health-care workers with HIV infections associated with 
skin Of muc^«.s- membrane exposure to blood from HIV-infected petients are reported above 
C:^reful investigation of these three cases did not identify other nsk factors for HIV infection, 
although ur^-cognized or forgotten needle-stick exposures to other infected patients cannot 
t " totally excluded The exact route of transmission m these three cases is not known Health - 
Care Worker 1 had chapped hands, and the duration of contact with the blood of the patient 
experiencing a cardiac arrest may have been as long as 20 minutes Health-Care Worker 2 sus- 
tained contamination of oral mucous membranes This individual also had acne but did not 
recall havi' j open lesions In addition, she had sustained a scratch from a rteedle used to draw 
blood from ^n intravenous drug abuser of unknown HIV-infection status Health-Care Worker 3 
had a history of dermatitis involving an ear Heath -Care Workers 1 and 3 were not wearing 
gloves when direct contact with blood occurred Hea'th-Care Worker 2 was weanng gloves, 
but blood contaminated her face and mouth 

Three ongoing prospective studies provide data on the magnitude of the nsk of HIV infec- 
tion incurred when health -care workers are exposed to blood of infected patients through 
needle-stick wounds or contamination of an open wound or mucous membrane In a CDC 
cooperative surveillance project {10). a total of 1.097 health-care workers with parenteral or 
mucous -membrane exposure to the blood of patients with AIDS or other manifestations of 
HIV infection had been enrolled as of March 31. 1987 Needle-stick injunes and cuts with 
sharp objects accounted for 969 (B9%) of the exp> sures to blood. 29 B of these had pairttd 
serum samples tested for HIV antibody One (0 3%) serocon verted {2 ). indicating that the risk 



ERIC 



2P2 



219 



of transmission dunng these exposures is very low In addition. 70 health-care workers had 
open wounds exposed to blood, and 58 had mucous membrane exposed to blood Postexpo- 
sure serum samples from 82 of these 1 28 workers have been tested for antibody to HIV. 
none wes seropositive 

In e study et the National Institutes of Health ill) through Apnl 30. 1987. none of the 
103 workers with percutaneous exposures and none of the 229 workers with mucous- 
membrene exposures to Mood or body fluids of patients with AIDS was seropositive At the 
University of California (^2). none of 63 workers with open wounds or mucous membranes 
exposed to Mood or body fluids of patients with AIDS was seropositive Although the precise 
nsk of transmission dunng exposures of open wounds or mucous membranes to contaminat- 
ed blood cannot be defined, these studies indicate that it must be very low 

The three cases reported here suggest that exposure of skin or mucous membranes to 
contaminated Wood may rarely result in transmission of HIV The magnitude of the nsk is not 
known since data on the frequency with which such exposures occur are not available Skin 
and mucous-membrane exposures are thought to occur much more commonly than needle 
sticks, and the nsk essociated with skin or mucous -membrane exposures is likely to be far 
lower than that associated with needle-stick mjunes Nonetheless, the increasing prevalence 
of HIV infection increeses the potential for such exposures, especially when routinely recom- 
mended preceutions are not followed 

It IS unlikely that routine serologic testing for HIV infection of all patients admitted to hospi- 
tals would have prevented these exposures since two of the three exposures occurred in the 
outpatient clinic setting, and one occurred during a resuscitation effort in an emergency room 
shortly after the amval of the patient At the time of exposure, Health-Care Worker 2 suspect- 
ed that the source patient was infected with HIV. but Health-Care Workers 1 and 3 did not 
The hospital where Health-Care Worker 3 was exposed has a protocol for apheresis which 
normally involves HIV -antibody testing of donors, however, such testing was not done in ad- 
vance of the procedure Previous CDC recommendations have emphesized the value of HIV 
serologic testing for patient diagnosis and management and for prevention and control of HIV 
transmission ( / J) and have stated that some hospitals in certain geographic areas may deem 
It appfOpnate to initiate serologic testing of patients (7) Such testing may also provide an op- 
portunity to reduce the nsk of HIV infection to health -care workers, but it has not been estab- 
lished that knowledge of a patient's serologic status increases the compliance of health-care 
workers with recommended precautions 

These cases emphesize again the need to implement and stnctty enforce previously pub- 
lished recommendations for minimizing the nsk of exposure to blood and t>ody fluids of ell pa- 
tients in order to prevent transmission of HIV infection in the workplace and dunng invasive 
procedures ( 7-9 ) 

1 As previously recommended, routine precautions must be followed when there is a possi- 
bility of exposure to blood or other body fluids The anticipated exposure may require 
gloves alone (e g . when placing an intravascular catheter or handling items soiled with 
blood or equipment conteminated with blood or other body fluids) Procedures involving 
more extensive contact with biood or potentially infective body fluids <e g . some dentel or 
endoscopic procedures or postmortem examinations) may require gloves, gowns, masks, 
and eye-covenngs Hands and other contaminated skin surfaces should be washed thor- 
oughly and immediately if accidentally contaminated with blood (7) These precautions 
deserve particular emphasis in emergency care settings in which the nsk of blood expo- 
sure is increased and the infectious status of the patient is usualty unknown {14) 
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2 Praviout r«comm«nd«tion» h*v« emphtsiitd mtntgtmtnt of parenttrtl and mucou«- 
mombrtnt «xposur«s of htalth-ctr* worfctrt' In addition, httlth-ctrt worktri who tre 
involved in incidents th»t result in cutaneous exposure* involving Urge tmounts of blood 
or prolonged conttct with blood -especially wh«n the exposed skin is chapped, »br«ded. 
or afflicted with dermttitis-should follow th«$« stme recommendttions Moreover. 
serolog»c testing should be »vsiltbl« to til hetlth-ctre workers who tre concerned that 
th«y m»y h»v« been infected with HIV 

1 Anonymous Needttttick tr«n»miMion of HTLV-lll from • p«ti«nt inUcted in Afnca L«nc«t 1984. 
2 1378-7 

2 Stricof RL, MOTM DL HTLV-lll/tAV Mroconveraion following • d««p intr»mu»cul»r needltttick 
iniury iLetttr] N Engl J Mtd 1988.314 1115 

3 Okttnhendltr E, Hwzic M. L« Roux JM. R«bi«n C. Cl«uv«l JP HIV inUctioo with ••roconv«nioo 
»ft«r • »up«rfici»l n«<Kil««tick injury to the fing«r NEnglJMtd 1988.315 582 

4 N«»»on-V«m«nt C. Arfi S. M«th«z D. Ltibowitch J. Monpl»i»ir N NMdlMtick HIV Mroconvertioo in 
tnura* L»nc«t 1988.? 814 ^ . ^ ,..rxe. 

5 Gnnt P. McEvoy M Two •uoct«ttd c»m» of the tcquired immun« d«fici«ncv •vndrom* (AIDS) 
PHLS Commun Dm R«p 1 985.42 4 

6 CDC Apptrtnt tr»ntmi»»ion of hum»n T-lymphotropic virus type Ill/lymph •d«nopethv-«««oci«ted 
virus from • chiW to • mothtr providing hMlth c«rt MMWR 1986.35 76-9 

7 CDC Summary rtcomm«nd«tion» for prtvtnting tr«nimiMHH> of infection with homtn T- 
lymphotropic virus type lll/lymph»denopethy-e»»ocnttd virus m the workplece MMWR 1986. 
34 681-5.691-5 

8 CDC Rtcommendttiont for prtvtnting trantmittion of inftction with humtn T-lymphotropic virus 
type lll/lymphtdtnopethy-t»»oci»ttd virus dunnginvttivtproctdurtf MMWR 1986.35 221-3 

9 CDC Rtcommtndtd inftction-control practicts for dtntistry MMWR 1986.35 237-42 

10 McCrty E. Tht Cooperttivt Ntedlestick SurvtiMtnct Group OccupttiontI nsk of tht scquirtd im- 
munodeficitncy syndroms smong httlth-ctrt worktrs NEnglJMtd 1986.314 1127-32 

1 1 Htndtrson DK. Sssh AJ. Zsk BJ. tt tl Risk of nosocomitl inftction with humsn T-c til lymphotropic 
virus typt lll/lymphtdenoptthy-sssocitttd virus m s Isrgt cohort of inttns vtly txpostd htttth-ctrt 
worktrs Ann Inttm Mtd 1 986. 1 04 644- 7 

1 2 Gtrbtrding JL. Brysnt LtBlsnc CE. Ntlson K. tt tl Risk of transmitting tht h jmsn immunodtficitncy 
virus, ' ipttitis B virus, snd cytomtgtio virus to htslth-ctrt worktrs txpostd to pttitnts with AIDS 
and AtOS-rtlattd conditions J InftctDis 1987.156 1-8 (In prtss) 

1 3 CDC Rtcommfcndtd tdditionti guidtlints 'or HIV sntibody counitling snd ttsting in tht prevtntion 
of HIV inftction snd AIDS Atltnts. Gtorgis US Dtpirtmtnt of Htolth snd Humsn Strvicts. Public 
Htslth Strvict. 1987 

14 Btktr JL Ktltn GD. Sivtrlson KT. Qutnn TC Unsusptcttd humtn immunodtficitncy virus in criti- 
cslly III tmtrgtncy pttitnts JAMA 1987.257 2609-11 

15 CDC Prtvtntion of tcquirtd immunt deficitncy tyndromt (AIDS) rtport of inttr-tgtncy rtcom- 
mtndations MMWR 1983.32 101-3 

1 6 CDC Provisions) Public Htslth Strvict inttr-tgtncy rtcommtndstions for scrttning J'oo; 
snd plasma for sntibody to tht virus csusing scquirtd immunodtficitncy syndroms MMWR 
1985.34 1-5 

*lf t HCW (haalth-uare worktri hta a parantaral (ag . netdltatick or cut) or m-coua mambrana (a g. 
aoiaah to t^ ; eyt or mouth) expoaura to Wood or other body fluida. tha aourca patiant ahould bt aa- 
ataaed chnicslly snd epidamiologically to datarmina tha likelihood of HTLV-lll/LAV Isicl inftction If tht 
ssstssmant suggasta that mfaction may axiat. tha patiant ahould ba informed of tha incident and 
raauaatad to conaant to aarolog.c taating for avidanca of HTLV-Hl/LAV ia.c] inftction If tht aourca pa- 
t,ant haa AIDS or other avidanca of HTLV-lll/LAV (sic] infact«n. daclinaa taating. or haa a poaitiva teat, 
tha HCW ahouW ba evaluated clinically and aarologically for evidence of HTLV-lll/LAV laicl infection aa 
soon as possible after tha expoaura. and. if seronegative, rataated after 6 waaka and on a periodic baaia 
thereafter (ag 3 6 and 12 montha following exposure) to datarmina if tranamiaaion haa occurred 
During thia follow-up panod. especially tha firat 6-12 waaka. when moat infected paraona are axpectwJ 
to seroconven. expoaad HCWs ahould receive counaaling about tha risk of infection and *o"'o«^ ^ S 
Public Health Service IPHS) recommandationa for preventing tranamisaion of AIDS (f5.f6) it tha 
source patient .s seronegative and has no other avHjenca of HTLV HI/LAV laicl infection, no further 
follow-up of tha HCW IS necessary If the source patient cannot bt identified, daciaiona regarding ap- 
propriate follow-up should be individualized based on the type of expoaura and tha likelihood that the 
source patiant was infected ( 7) 
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The Prevention of Acquired 
Immunodeficiency Syndrome in the 
United States 

An Objective Strategy for Medicine, Public Health, 
Business, and the Community 

Oon«ld P Francis MD, OSc. James Chin MD mph 



Human mununodeftciency viojs (HIV) is one of the mosl viruient infectious 
agents ever encountered This virus, estimated to kill up to a half of those 
infected, has spread to more than 1 nnHon Americans There is no safe and 
effective treatment Nor is there a vaccine From our understanding o( HIV 
transmission, further spread of the virus can be stopped by the use of vanous 
techfiifU'^s oomtNntd use of educaton molivation'sMI building, serologic 
scTMiiing', and contact tracmg/notilication could eliminate or substantiaHy 
raducc transmission To accomplist) this reduction an immense concerted e''- 1 
by physwans. puWic health practitoners, business, and community organiza- 
tions IS rvquiied to get across the simpte prevention messages Those messages 
are (1) Any sexual nttrcourse (outside of mutually mor^ooamous or HIV 
antibody^iegatjve lelationships) must be protected vnth t cor>dcm (2) Do not 
share unstenie needles or synnges (3) All women who may have ?een exposed 
should seek H{V»anlibody testing before becoming pregnant a' id, if positive, 
avoid pregnancy Only through a concerted, vigorous, and sustanied prevention 
program that deals frankly with this problem will those individuals at nsk be 
reached and moovated to take personal responsibility to protect themselves 
Without such an effort, acquired immunodeficiency syndrome will continue to kill 
ever-lncfeasmg numbers ot A .lencans 



AS OF early 1967. about SO 000 cues of 
aocuired bnmunodefldtncy lyndrome 
(AIDS) were reported la the United 
Sutei, and it ii expected that snotKer 
250000 or more wiU be recorded by 
199L' In aoDw communities, such u San 
Frutaseo, where ttic toll of over 1000 
deaths recorded u of early 1986 had 
already exceeded the number eTdeatns 
of Midlers and aailort from thu aty for 
World Wkr I, WorU \^ II, the Korein 
Wu*, and the Vietnam conflict com- 
bined, the pain and ntffennc of pa- 
tienta, their £unUies, and their Ihends 
ku been immense. In addition, the 
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locuj dunafe— ui terms of vihuble and 
proiueti^^ penoni lest and medica] ex- 
penditures incurred— hu been cno^ 
moiu* ind a still mcreasuif 

Current evidence lunest? that the 
etiolopc agent of AIDS has been pm- 
ent ui localized areas of central JJna 
for at least several decades,* and only 

See eiaopp 13 67 end 1376. 

dunnt the past few years has it been 
spreading extensively m Africa, the 
United SUUs, Haiti, and Western Eu> 
rope * The large numbers of eases of 
AIDS now beuig documented u> the 
United States, and throughout the 
world, are pnmarUy a result of infec> 
tions that occurred in the 1970s and 
early 1980s, before the eauutive vmit 
wu isolated and ita pathogenesu and 
transmission undentood As such, the 
current disaster wu, to a Large extent, 
in unpreventable one that now requires 



in uivnedatc and elective medial and 
social respoiuc to minimize the pain, 
suffering, and social upheavals caused 
by these silent infections of years pui 

VTith our current understanding of 
AIDS, It ti dear that virtually all future 
mfectMRS can. at Icut thcoreticall), be 
prevented Given the opportunit)' de, 
information, motivation, and sbllsX ui 
divtduals should be able to modify theu- 
behaviors to protect themselves from 
infection. The mair'r question is, an our 
soocty unite to impart effecti\ely the 
needed information, moQvstion, and 
bUUs to those at nik to atop this epi 
demK* The answer to this question 
depends on, first, havuif a commitment 
to uitervene eflcctively; second, de^el* 
opuf a leasonabte, adenlafically and 
aooally sound intervention plan, and 
third, implementing that plan as rapidly 
upoasible 

This report wiU review the current 
knowledfe regarduig the pathogenesis 
and tranamissioc. of the AIDS wus u> 
the United States, outline a prevention 
plaa tffsed on thst knowledge, and de- 
scribe the major problems eonfrontutg 
effective prevention and eontroL 

THE VIRUS AND ITS PATHOGENESIS 
Human immunodefiaency %vus 
(HIV)* (also known sj lymphadenopa- 
thy*assoeulcd virus,* human T-cell lym- 
photropie vuus type III,* and AIDS- 
assoaated retrovmu^ the euologic 
agent for AIDS, ts a retrovirus capable 
ofrepbeatingin a limited number of cells 
in the bunan body, mduduig lynpho> 
cytu." macraphages,' and cells of the 
central nervous system *^ lypical of 
retroviruses. HIV uitegrates its ge- 
nome into the genome of the host ccU, 
after which progeny vmises arc pro- 
duced Soon after infection, anUlMdy to 
sevcnl proteins of HIV develop, but 
these antibodies are not necessarily 
protective Indeed, one of the most re~ 
marluble aspects of HIV u lU propen 
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Sit) for producing i persistent vtretnic 
(•earner") state m a hifh proportion of 
infected people despiie the presence of 
•nubody (tee The Sipiificance of Sero- 
positivity* aoction). The pathogenesis of 
HIV IS related to the destruction of the 
•helper' (T4) subset of T lymphocytes, 
which arc cntical in nuLintaininf immu 
nolofic competence In addition, ntu- 
rologic disease appears to be a direct 
result of HIV-induccd dcstrucUon of 
brain cell* " 

TRANSMISSION 

Tunsiuuion of iny human virus re- 
quires a portal of exjt, survival through 
the enviroiunent into which it u re- 
leased, and entrance into a susccpUble 
host w}th establishment of infectioi* in a 
cell capable of supporung repbcation 
The HIV has been isolated from fluids 
obtamed from a vmnety of body sites, 
including blood.*^'" semen,** vaginal 
flwd,**^ tear),** and saLva " Epidenruo- 
logie <M4ieshave estabUshed that those 
fluids that pi>vide sufRaent virus for 
tranammion seem to be bnrutcd to 
blood,*^ semen,**** and vaguial secre- 
uons Presumably, the presence of 
lymphocytes tn these fliuds increases 
the conctnintion of infectious virua and 
may be important, or even cucntjal, for 
transmmion. 

Those sites best suited for the csub- 
lishmcnt of infection after exposure ap- 
pear to be the viBCular syitcm (includ- 
ing open wounds of the skin'X the perns 
(presumably the urethnX the vagina,* 
and the rectum The oral mucoaa ap> 
pean rcUuvily inhoapitable to the <t- 
ubhshment of infection,*' yet the in- 
fection of anin£uit, presunably through 
breast-fttding,** kam rooat for con- 
cern regintng tha placement of potrn* 
tially inbctious fluida on upper 
gutrointattina] tract mucous mem- 
branes (at least of newborn infjuitaX 

Stxu«l lyansmlsslon 

The HIV ae/Tecuvely transmitted by 
scxuaJ contaci between men,* from 
men to women, and from women 
to men. The difference in trans- 
mission efRdency, if any, between anal 
intercourse and vaginal intercourse is 
not known and continues to be disputed 
What b known is that many penons 
have been infected by both Qrpei of 
intercoune Betwvcn men, it appears 
that receptive anaJ intercoune is a more 
effective means of transmiaawn than is 
tnscrtive anal intercoune or any type of 
oral-gcmtal intercoune ** With vagmal 
tnlercourve it appean that tranamia- 
sion rales from men to women or fhsm 
women to men may be similar* The 
exact nsk of infccUon for a suMeptible 
person having a single sexual encounter 
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«nth an infected partner u unknov^n 
There are individuals, both heteroses 
ual and homosexual, who have had re 
pcated sexuji relations «iih kno^Ti m 
fected persons without having been 
infected Yet theoLare oOicrs who re 
port having had only one sexual encoun 
ter and have then developed AIDS In 
addition, a report from Australia* that 
four of eight womcndevcloped an infec- 
tion after they were inseminated wnth 
semen from an infected sperm donor, 
and a report of infection of a female 
chimpanzee by intravagmal inocula 
tion,* suggest that a single encounter 
with HI V u sufficient in some situations 
to infect 

Btood-Bomt Transmission 

Inoculation of HIV intra\-enousl} 
appears to be an effiaent means of 
transmission regardless of vvhether the 
inoculum contains cell-free virus* or 
eeli-assoaatcd virus * The trajw deter- 
minant of outcome of exposure appean 
to be the amount of virus inocuUted 
Large tnocula given in the form of trans- 
fused blood almost universally result in 
infection,* wheraas small inocula of 
blood on the end of a needle seldom 
result in infection *llus appean to be a 
fbncuon of the eonccntrauon of infcc- 
Uous virus in Mood, which u reUuvely 
low,* and the amountof blood on the end 
of a needle, vvhich a small The lack of 
hocpital- or laboraf-ry-acquind HIV 
infections indicates that unbroken skin 
IS probably a good bamcr to transmis- 
sion, howcvtr, reports of presumptive 
infection thnu^ in^amed skin are of 
potential concern * 

Ptrlnatal T^ansmlaaton 

IVansmiasion from infected mothen 
to their in&nta can apparently occur in 
aiero," during parturition.* or duruig 
postpartum breatt*feeding " The rela- 
uve efficiency of pennatal transmission 
IS probably quite high but has not been 
well estabbshed and may vary consider 
ably between women ** 

Otfwr Routes of Trantmlsaion and 
Potential for CLangt 

Despite detailed serologic stu6es of 
dote contacts of infected penons*** and 
uiwesugations «f AIDS cases,' no other 
form of transmtuion bu been docu- 
mented A single episode of possible 
uitrahousehotd trmnuiission between 
two brothcn has been reported * The 
few instances of transmission to hospi- 
tal workera can be attributed to contact 
with or inoculation of blood ** IWo out- 
of 'hospital instances of HIV transmis- 
sion to in6vKluals w^o performed du- 
ties similar to hospital nurses*' are 
presumably similar to the rare in-hospt 



tal transmission episodes In to^l the 

rebti\e absence of HIV tiansmi'sion in 

hospitals. e\cn to those who ha\e re 

ccivcd accidental needle sticks from in ^ 

fected p?*icnts. is striking and ui direct 

contrast to the high infection r^te seen 

with hepatitis B virus after such acci 

dents 

Regardinf future projection* of 
transmission pattern changes, concern 
has been niCed about the geneuc • 
abilityofHlV Could genetic changes of 
H IV result in increased transmusioOit) 
Or transmission by other than recof- 
nized routes^ Some ha\e sug ge^zed that 
a dramatic mutation of a p recasting 
Afncan stnin allouvd this \irus to 
change its epidemiologic charactersacs 
in AXnca and e\entuali\ spread 
throughout the world But therr are no 
Afncan isolates before 1976 to support 
or disprove this hypothesis Moreo%Tr. 
other equally plausible explanaaon* 
have some support in bet. For example, 
the apparent inovascd transmuswo re- 
cently observed in urban Afnca labkelx 
due to social n^her than wal change 
Over the past few decades there ha\e 
been major population shifts from rural 
villages to urban centen m man\ A/- 
ncan countnes This urbanuinon. to- 
gether with the prolifention of pros- 
titution in cities, and possibly the use of 
contaminated needle5 and blood trans- 
ftisionstn hospitals and cluucs could be 
the root causes of the amirfification of 
transmission in Africa of a ^vus that 
may ha\-e changed bttle o\er the )-can 

Support for this hypothesis comes 
from the &ct that despite constdenble 
variation of the nucleotide sequences <^ 
various HIV isolates, the tranimission 
patterns of the virus ha>-c remained 
remaiitably consistent Indeed, fuice 
the amval of HIV in the United Sutes, 
the transmission patterns ha\Y beei 
marxed mora by consistenc\ than b^ 
change Thcproportionaldismbuuoiiff 
cases among the various ruk groups has 
remained essentially constant despite a 
marked incnase in the number of cases, 
multiple generations of passage 
through humans, and wide di5pe*^ion 
through different racial groups 

NATURAL HISTORY OF INFECTION 

Infection with HIV carries a poor 
prognosu Although (61kM-up of sero- 
positive individuals in the United Sutes 
has been bmited by the relauwl) rece nt 
introduction of the virus into this coun- 
try, alnady it u clear that the moriabc> 
from this virus la high Bettreen 13^ 
and 34% of antibody- positive homosex* 
ual men, intravenous (IV) drug usen. 
and h#mophiliacs followed up for up to 
SLx ycara**^" have developed AIDS Such 
dramatic proportions <^ severe disc <e 
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development amuni; inr< ted individu 
als arc fnchtcnmg making HIV among 
the mo»t dan(;erous viniica ft/Tcctinc 
humins (Table 1) FWthennore, when 
thi^se morUlit) figures are joined witn 
the high prevalence (25% to 40%) of 
other AlDS-rclated conditions, the pos- 
sibihty of eventual enccphaiopathic con- 
ditions.* and the realization that the 
current observation umes for infected 
persons represent only a fracuon of the 
potential time dunnf which diseases 
m^ become apparent in the natuial 
hiitory of this vmis, concern regardinf 
the seventy of HI V frows even freater 
M any have speculated that there may 
be cofaetors for the development of 
AIDS Such cofaetors could have a ma* 
jor effect at two quite separate umes- 
one early cn, affectinf the acquisition of 
infection, and one later, afTectinf the 
profression toward disease once infec- 
tion has occurred Some have hypoth- 
esized that preexist! Df condiuons, such 
as immunosuppression or antigen expo- 
sure, increase the likelihood of 
becomiitf infected after exposure to 
HIV This has not been confirmed w 
laboratory experiments with chim- 
panzees, where infection has been read- 
ily estabttthed with IV or uttravaftnaJ 
exposure to HIV ui the absence of im* 
munosuppressio.i or stimulation with 
other antifens * Yet outside the labora- 
tory, certain conditions, especially 
those that faabute transmitted vurus 
comuif in conuct with tuactpUMe tir* 
get celU (macrophages or lymphoeytcsX 
may unprovc the chance of lueccisfUl 
transmiuion. "Diua, one could hypoUi' 
esize that conditions that increase the 
populations of macrophages or lympho- 
cytes at potential sites of virus exit mi 
entry may wtU be eo&ctort for infec- 
tion. ^ 
Pew coUcton for diaeaae prograsaion 
have been found. Some have hypoth- 
esized that recxpoture to HIV may 
increase one% dianccs for disease, yet 
there are no other models w vmlogy, at 
least that we are fomiliar with, that 
would support this FWthermore, such 
a hypothesis u difficult to reconalc with 
the observation of AIDS foUowing expo- 
sure to 1 unit of infected blood * Yet. 
something must dctcnnine why some 
infected penons progress rapidly to 
develop AIDS, while others cither 
gress slowly to the irrewaiblc immune 
lUte or do not develop AIDS One 
m^or factor is time * Thoac who have 
been infected the longest have the high- 
est nsk of dewebpmg AIDS Indeed, 
until cohorts of infected individuals are 
followed up lo.ig enough to obaerwi the 
entire natural history of this infection 
and the collected information used to 
control for the time factor, it u ex- 

JAMA M4fcni3 iMr— vw»r No 10 



tremeU difficult to son out the impor 
tance of other possible cofaetors 

Despite the^ Lmiuiions, some other 
factors (e|. age) appear to be impor- 
tant Evidence indicates that infants 
nuy have extremely high rales of pro- 
gressive disease (M Rogers, MD. «-nt- 
icncommunication.OnlcrsforDiaease 
Control, Allanu, June 1986X At the 
other extreme of the age apectrum, 
older homosexual men appear to ha\e 
higher disease progression rates than 
younger onea * Since pregnane)' may 
also increase the rales of AIDS m m- 
fected women.** hormonal levels ma/ 
also influence outcome Repeated atim- 
utauon with foreign anugens. another 
possible eoCsctor. has often been hy- 
pothesized as a potential enhancer of 
viral repbcauon since, m the laboratory, 
lymphocytes stimulated with mitogens 
repbcstethc vims more efficiently than 
do nonsumulated lymphocytes * 

Other m-combinauon influences have 
been atudied in regard to Kapoai% sar- 
coma, since it is so prevalent m homo- 
sexual patienu with AIDS as compared 
with others Amyl and butyl nitnte 
rpopper^ stimulants commonly cscd 
by some homosexual men, were ong- 
mally proposed as poasible causes of 
AIDS ** "HMy have aubacquently been 
auggested as cofocton m Kaposi^ sar- 
coma." but this taiur issue remams 
open as other foeton (eg. coinfccting 
viruses) have not been thoroughly m- 
vestigated 

THE SK2NIF1CANCE OF 
SEROPOSrnVTTY 

Tlie seralofie ictu for detecting HIV 
antibodies have proved to be extremely 
senatUvc and qiaafk. Individuals 
whoae acniffl Uits strongly reactive by 
ensyme-linked Imm u n oaorbent assay 
(ELISA) or. tf bordcrtuw leaetive by 
ELISA. are also positive by 
ately done Western blot or immu- 
noAuorescence assuy may be consid- 
ered to have been mfieetcd by the vmis 
But, m some situations, misuiformatton 
can be generated by ELISA testing 
alone Tht ELISA test, v^n used m 
groups wtth a high prevalence of infec- 
tion, hke sexually active bomoacxtial 
men. has a high positive predictive 
value. However, when it is used in 
g«mps with a low prevalence of infec- 
tion, most of the *|)otitive" results ait 
fow-reaetive ones and generally turn out 
to be folse-positive "Also, u with other 
viral infection modeta. immediately 
after mfcction vind replication can oc- 
cur in Lhe absence of a detaetable scro- 
lofK response Fbr HIV ttds Nnndow 
phase" appean to be a matter of a few 
wcekainmost individuals.^*^ but it haa 
been known to last up to sut months'* 
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U Groopman.MD. written communica 
uon. January 19871 Except dunn| this 
window phase, current data indicate 
that a negative ELISA test resuit 
means m vutually all instances that the 
inc'vidual has not been infected with 
HIV 

Sime HIV mlegntcs m the hos;^ 
genes and. thus, can presumabh s;«\ 
talent m an infected host, all antiooa\- 
positive persons must be eonticerec 
potentially infectious In actuaiit). oni\ 
about 65^ of antibody-positue persoru 
ha\e had recoverable virus ctfcuiatLnf 
m their blood at any gi^en time, ba^ed 
on one isoiaium attempt * W nether tne 
antibody-postbvc but virus-negau\e 
persons are truly free of infectious virus 
or whether they represent onl) a tran- 
sient vinia-negativc sutc, or whether 
currently available laboratory tech- 
niques are not sensitive enough to de- 
tect infectious vinis m them, vol] be 
elarilied only by additional studies 

PflEVEfmON OF TRANSMISSION 

At the present time, there sre no 
efTcctivc vaecmes or chcmopn)ph)laet:c 
drugs for the prevention of HIV mfee 
tions Likewise, no effectuY treatment 
exists for HIV infection once est so- 
bbed Since there are no known animal 
or insect vectors and the virus is not 
transmitted hy the respiratory or fecal 
oral route, prevention of HIV transmis- 
sion muat be directed at person-to-per- 
son sprvad via sexual, bkwd -borne, and 
pennatal routes (Tible 2X (J C Cher- 
mann. MD. m a J^«*ne 1986 presentation 
at CoUoque des "Cent Gardes ' Pars, 
reported that he detected HlV-related 
nuideic and m a variety of mseets in 
Afiva. but no evidence of waJ infec- 
tions of insects or tnnsnussion b> in- 
sects exists.) 

The fo«.awing approaches for pre^-en- 
tion are presented according to the un 
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porunt «nd docimiented nMites of HIV 
transmission in ihc Untied Sutes They 
represent the only awUble methods <^ 
UmiUni or prevenlu)| HIV infections it 
ihe present tunc and m the toreteeable 
futuTL.Jhese methods ahould be ac- 
Uvely* implemented The exact effe* 
Uveness of tome d the propoaed mea- 
sures has not been fully documented 
Nevertheless, they should be imple- 
mented, as soon u possible, together 
with parallel efficacy evaluation studies 

S«xuat Ti ansmisalon 

Sexual tnnsinuaion of HIV can be 
avoided \I infected persons do not have 
vaginal or anal intercounc with suscep- 
tible persons or dunn| intereoune. 
effective bamer techniques are used 

There ts no nsk sexual transmis- 
sion of HIV for thoae who practice 
sexual abattncDcc. FWthcnnore, there 
u no nak of infection if neither partner 
u infected Thu would be the case for 
couples who have been mutually monof- 
amous since the uitnduction oif HIV in 
the United Statca (prtfumably in the 
nud-l970s)- It would also be true (to the 
Umiu of current laboratory technology) 
for couples who ham been shown to be 
free of uifeetKM) by leiolopc testi ng (see 
'Couple Counsebng" section) 

Outside of these aituations, individu- 
als who choose to have sexual relations 
place themselves and/or theu- partners 
atnakofuifection However, the extent 
of that nsk can be decreased by, Ant, 
limitwg the number of sexual partncn 
Sutiaucally, the fewer different part- 
nera one has, the leas bkely that one wiU 
be exposed Second, exposure can be 
Ajurther limited by selecting sexual pan- 
nera at low or no nak d infecuon. since 
the prevalence d infection vanes 
greatly by sex, geography, and sex 
practices (Table ZX Third, the practice 
of 'protective sex' should be sble to 
prevent transmission even tf one part 
ner is mlecled Epidemiologic studies 
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indicate that sexually scquired HIV in- 
fecuon IS due to vaginal or anal inter- 
course where semen, vaginal fluid, or 
blood u shared between partners Yet 
such studies are not capable of detecting 
laolaled iransmisaion due to other types 
of sexual acuviues The'protectivesex" 
guidelines given here are based on dau 
available as of early 1987 Unfortu- 
nately, true efficacy diu evaluating 
these guidelines are not available Thus, 
these guidebnes must be understood to 
be intenm ones, requiring penodic revi- 
sion as evaluation data become avail- 
able 

Protective Sex.— Protective sex re- 
fers to sexual activity where no semen, 
vaginal fluid, or blood u exchanged be- 
tween partners SuKC the skin uid oral 
mucott appear to be relauvely resutant 
to virus passage, protceti^f sex ein 
involve prvtices such u loaaing (if no 
oral lesions are praentX hugging and 
caressing, and genital manipulation (if 
no skin lesions emtl^ It also can involve 
vaginal and rectal intercourse , provided 
a condom is worn st all times. The 
recommendation for condom use ts 
made because condoms (of high qual- 
ity*) have been shown to be effective 
barriers to viruses, uichiding HIV," 
and prelinunary data suggest thst sex- 
ual partners of infected people may be 
protected by the use of condoma * How- 
ever, as with the use of condoms for 
pregnancy prevention, bilures can be 
expected, espeaally i' the condoms are 
not used consistently and eontiiUHMSly 
with all sexual partnera The use of 
nonoxynol 9-contaiiung jelly (sold lj 
over-the-counter spermiode) may be a 
usel\il protective adjunct to condoms 
since this substance hu been shown to 
inactivate HIV and kiU lymphocytes * 

Specific luues and Problems ^Ho- 
motfruoi Afcn — IVansmission of HIV 
among homosexual men appears to be 
due almost exclusively to receptive anal 
intcrcot.'^ " As of 1987, unprotected 



receptive anal intercourse >nih a homo- 
sexual or bisexual man tamed a consid 
erable nsk of uifection The pre%-alencr 
of u"'<fctici in this group tods) is ex 
tremely high in most urban areas E\en 
with profound decreases in the number 
of sexual partners, the nsk of infecuon 
in thu commumty remains hifh because 
of the present high chance that anv 
Single sexual partner is uifeciious ** 

Considcrflile confusion has sur- 
rounded the issue of whit homosexual 
sex practices are safe This confusion 
has been due to several factors 0) the 
difficulty in obtainmg and interpreung 
sex practice^pedfk nsk dtU, (2) dis- 
comfort on the pert of the heterosexual 
migontyregarduig discussions of homo- 
sexual sex, and (3) the potincal \-ul- 
nerabtbty of goveniment uisticuDons, 
uiduding public health agenae;, to 
d"ima i advocating bomoscxualit>' if 
they promulgate safeQf guidelines for 
homosexual sex. The result has been 
either absent or conf^isuig recommen- 
dationa fkwn traditiofial public bealih 
authonties In this vacuum, wious lo- 
cal groups have made their own, often 
conflicting, guideUnes 

Controversy has sumunded the u- 
suc of homosexual bathhouses. Any set- 
ting that eneounges unsafe sexual 
practices between individuals will in* 
crease the truisiaission of HH' As 
such, those bathhouses that encourage 
such practices advencly affea AIDS 
prevention. Yet those bathhouses that 
encourage pratcctive sex practices can 
serve as important contact pouits for 
eduational material and support for 
protective sex. 

Tht risk d oril^wta] sex ts sppar- 
ently knr, but, as semen can harbor 
viniB, this practice n«y csJTv some nsk 
of infection. 

HtUn$mal Mtn and Women — 
TV frequency with which a person 
chooses to practice unprotected sex de- 
pends on the risk that he or she is 
wilhng to take. Die current nsk of 
infection of a given heterosexual eonuct 
in the United Sutcs u low, but uuec- 
tions and AIDS cases are ccnainly oe- 
ing acquired by heterosexual contact 
Uipe woukl dicUtc that those outside 
of mutually monogamous relationships 
v^ wish to minimixe their nsk should 
hnit thev total number of partners snd 
practice protective sex sU of the tuse 

Hie efBoency of heteroseTual trans- 
mission, especially tnm women to men. 
continues to be an issue At least m 
Afna and in the limited studies m *Jie 
United States, such transrai&sioo cer- 
tamly occurs Although the exact nsk 
for a given sexual encounter remains 
unknown, one must presume that m the 
United Sutcs HIV u transmitted sex- 
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ualS in bo'h dirccUons infection with 
thi» \iru$ has polcnliall) dirc conse 
quences therrforc, sexual p*nntn 
should carefi. j «c>gh the nsks of un 
protected sexual enecunters outside of 
mutualK monogamous relabonships 

Pros' itutes An a mnjor source of in- 
fecttOn in central Afnca** and probably 
in some European countnes Some may 
ha%« moderate to high rates of infection 
in the UniiedStates**— especially those 
ttfho are useii of IV drugs 

As with homosexual men, the nsk 
associated with onl-genitaJ sex u ap- 
parently low, but, as semen and vaginal 
secretions can harbor virus, this prac- 
bce ma> carry some nsk of infection 

Blood and Blood Products 

Infection from donated blood and 
blood products could be prevented if 
malenal from infected donon could be 
identified and discarded before admrnis- 
tratjon The Food and Drug Admuus- 
tration has instituted nfuiations and 
guidelines to protect bIo«d and blood 
products from H IV infection These in- 
clude (I) self-deferrsi of donon belong- 
ing to htgh-nsk groups (initjtuted in 
March 1963), (2) lesUng of aJl bkx>d and 
plasma for HI V anubodies and discard- 
ing uniU that test potitive (instituted in 
Apnl 1985), and (3) heat iiuctivstion of 
products, like factor VIII. that can tol* 
ente heating (initiated in 1964 for factor 
VII IX These prccauuons should virtu- 
ally eUmmale the nsk of HIV inSection 
trim the use of these pnducts Prod- 
ucts dcnved from plums that have 
steps in their manubeture that phys- 
ically remove and/or chemically inacti- 
vate virus, like immoiioglobuiin and 
hepautis B vsconc, hsvt alwqrs been 
eonsidertd safe.* aiid aD of the Isbory- 
tory and cpidcmwiofw data eoUected qn 
these products in recent years have 
confirmed their safety 

Ncodls snd Syringe Sharing 
f cedle- and synnge-sssoaated HIV 

infection could be avoided if unsienlued 
injection paraphemaba were not shared 
among uidividuals the message for 
AIDS prevention is obvious stop the 
use of IV drup, or, st s minimum, 
ebnunste sharing of unstenlixed u\}ec- 
tjon ptrsphcmaiia. For some addicted 
IV dnig abusen. this is diiKcult or 
impossible, and other options, such u 
disinfection with nsdtly svsiUble 
sgtnts (eg, bleschX should be sdvo- 
catcd F\irthennore, addicted persons 
who desire to enter rehabilitation pro- 
grams should be encouraged and al- 
Uimd to do so Outside the addicted 
population, there IS evidence that sub- 
stantial numbers of persons expenment 
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«tlh drugs Educational progran^ : 
directed toward teenagers, drug using 
communities, and staffs of drug cbnics 
need to emphasize Jie potential dan 
gers of sharing drug paraphemaba 

Specific Issues and Problems —In- 
travenous drug uagtn often hsve bttle 
foresighted health' ^terest and. thus, 
may prove to be thf greatest challenge 
for instilbng behar or change 

Intravenous drug use is illegal 
throughout the Umted Sutes How- 
ever, systems have been designed to 
deal with addicts in medical faabUes 
without threatened irKarceratJon 

Discussions of drug use and, more 
spcaflcally, of means by which to render 
drug use safer have been interpreted by 
some as an advocation of drug use Asa 
result, many heidth educators have 
avoided the subject 

Intravenous drug abusers often do 
* not engender sympathy from those re- 
sponsible for providing fUnding for in- 
tervention programs or those responsi- 
ble for pubbc health 

SloU for drug treatment dimes are 
often not available, preventing those 
who want to stop using IV drup from 
doing so 

Intravenous drug abusers, if HIV 
transmission persists, will bkely serve 
as a m^or entree of the virus into a 
segment of the heterosexual commu- 
mty, most proimncntly m the urban 
poor communities. Indeed, an early, 
aggressive prevention effort is required 
to prevent Airther extension of tlus 
virus mto aoaal/ethnic minonty urban 
communities. 

Provision of stenle needles and sy- 
ringes to drug users is a contiwcrsial, 
yet possibly effective, contnl modality 
that requires ftijther evaluation. 

Drug use. in a bn»d sense, affects 
other AIDS prevention sctivities, espe- 
cially protective sex. The use jf drup tn 
sssoaatjon with sexual practices is 
prevalent m many commumtics, mclud- 
mg the homosexual male community 

Parlnaul Tiansmlaslon 

Mother-to-tn£uit HIV infection could 
be avoided if infected women would not 
become pregnant. Because of the po- 
tential high nsk of ut£uit infection and 
the prtbminary dinieal flndinp that 
pregnancy itself may accelerate the de- 
velopment of AIDS, it seems reasonable 
at this tune to recommend that infected 
women postpone pregnancy until more 
IS known about the nsks and prevention 
of perinatal infection.* T>ie quesuon is 
then, how can infected women be identi- 
fied^ With the low infection rates m 
most female populations of chtldbeanng 
ap, pneral, routine screening is not 
warranted at this time However, there 



tt genenl agreement thai v.vmtn wr.o 
are in high nsk groups (IV drjg users, 
prostitutes, women with muluole 
ually transmitted uifections «o-nfn 
from HIV endemic aieas. or sftual 
conUcts ofhigh-ruk-gToup men) should 
be screened and coimseled * 

THE ROLE OF CONTACT 
TRAaNG/NOTinCATlON 
Purpose o( Tcaclng 

purpose of tracing sexual or ne e- 
dle-shanng conUets of infected people 
IS to trace the chain of trvumission to 
Its terminus At that point there ma\ be 
an infected person having ruk-pro\T>k- 
uig conUct with another suscepuble 
person or perMns With appropriate 
education and motivation of the infecied 
and susceptible contacts, furtiier trans- 
mission can be prevented The speciic 
guidcbncs to be given to the inierfacn^ 
contacts would be the same ruk-specmc 
ones presented above (Table 3). 

Specific Issues and Problems 

Although contact tiactng^tificaOon 
could be useful for inlerrupting chains 
of HI V transmission, the cost of fiAdng, 
testing, and counseling uvdividual sex- 
ual or needle-sharvig contacts ot m- 
fected uvdividuals IS considerable Zvtn 
under the best of dreumstances, the 
task IS expensive, but often with uidi- 
viduals who have the larpst nunocrs of 
contavU, the identiiyuig mformauon on 
contacts 01^ be hznitcd, and the task 
becomes even grtater. Tlus. for these 
"fast lane* individuals, the assunpoon 
must be made that all within the group 
should come in for testing and counsel- 
ing Fbr persons with fewer eootscu 
(including homosexual men sad rv dru g 
users in lowcr-nsk tcttinp and espe- 
cially women in the ehildbcanng ap) 
whnse kiesting in/onnation nay be 
more readUy available, more mteosu'c 
efforts, both by physicians and health 
departmenu, ts justifiable 

There is concern, espeaally in the 
homosexual community, regarding the 
confidentiabty of contact traang/noca- 
cation Few dispute the need or the 
potential beneficial affect of refcmng 
contacts for testing and educaDon The 
concern rests with individuab who, be- 
ing uncomfortable with notifying their 
own contacts, ssk the physioan or 
health department to d 0 the traong and 
volunteer the names to these third par- 
ties Thu is a debcate situation, but one 
thst has been successAilly addi«ssed for 
decades in pubUe health eluua For 
those physicians not eomforuble or 
trained m contact tiaemg, referral to 
highly expenenced health depsitnient 
staff should be available 
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THE ROLE OF SCROLOGiC TESTING 
The If rolopc test for HI V antibody i> 
potenliaUy u\ important tool for pre- 
\-eniion There Kas been considerable 
mj sunders la ndinf a/id controveny \n 
the pisi about the nlue of seroiopc 
tests n{. the atturacy of the test, and the 
fears of violation of conftdentiality* 
Howci-er. this controversy appears to b« 
declining as the vaJue and accuracy of 
the test are documented and as assur- 
ances of conftdentiahty are naintained 
and itrenfihened Indeed, encouraie- 
ment of scrolopc testmi has been rec- 
ommended*^ for several reasons, and 
they are outlined below accordinf tothe 
tarfet groups involved 

(nftcttd Ptrsons 

If all miipcted(antjbody-positjve) uidi- 
viduils could be identiAed thrauf h vol- 
untary and conftdenuai testing pro- 
granu and if these individuab could be 
counseled on ways to prevent exposure 
to others, then a major step toward 
decreasing AIDS could be achieved 
Infected men and women could be ad- 
vised of their ruk to sexual partnen or 
those exposed to their blood Infected 
women could be advised to avoid preg- 
nancy Alonf with this bcneAcial pre- 
vcnuve effect, serologicaDy identifying 
infected persons could have sigmftcant 
clinical benefit to individual patienta 
Tht knowledge by the patient and phy- 
sician regarding infection by thu virus 
could lead to earber recogniuon and 
treatment of life>thniatemng oppor- 
tunutic infections, especially Pneumo- 
eytlu connii pneumonia Infected pa- 
t-enls who are tuberculin Ust potitive 
could receive early prophylani. ard 
parents of infected children could be 
informed about the relative contrain- 
dication of live vira* or bacterial vac- 
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cmc< Furthermore. because(at least in 
the laboratory) immunologic stimula 
t»on of l>'mphocytes accelerates viral 
replication,* exposure to foreign anti 
|i ns may accelerate disease progres 
sion in humans Thus, mdividuaJs who 
divo\-er that thejLbave been infected 
wiih HIV should ^'encouraged to de 
crriise their antigen exposure by de- 
creasing their nur oer of sexual and IV 
drut; encounters 

Susceptlbit Ptrsons 

If uninfected (anubody-negative) in- 
dividuals at increased risk of infection 
could be identified tnd counseled, theu^ 
nsk-taking behavior might decrease 
substantially Th>; value of one-on-one 
counseling centered around knowledge 
of one^ serolofic status can enhance the 
effects of education programs on behav- 
ior modification For example, serologic 
testing, combined with counsebng, can 
have a profound efTect on encouraging 
kiw-nsk sexual practices among arme" 
but not all*^** homosexual men 

Coupit Counstllng 

The serologic test also has a role for 
couples of wluch one partner has been 
possibly exposed If individuals desve 
to h»\t unprotected sex and one or both 
have been at any nsk of infection, it u 
reasonable to test the at-nsk individual 
for HIV antibodies If he or she has a 
negatu-e result and has not been at an> 
continued nak of exposure over the past 
ti\ months, then one can presume the 
absence of infection If • seronegative 
mdividual has been possibly cxpMcd in 
the put six months, then a second test 
SIX months after the laat possible expo- 
sure is required btfbrs ii^tection can be 
eonlMcntly ruled out. pvatcst 
safeQr, proUctnt sax shooid b« prac- 
ticed dunnf thu Inttrim period A 
similar approach my be useAil for 
women who nuy have been exposed to 
an infected person in the past and now 
want to become pregnant Serologic 
testing with foUow-up ustmg in six 
months, where indicated, should be 
helpful in pving advice to such persons 

Evaluation 

Se rologic testing la also an important 
to^l for evaluating the effect of any 
prevention program For individuals, 
physiaans, and pubbe health practi- 
tioners, periodic repeated testing of 
antibody*negative individuals u the 
only accurau measurtment of the suc- 
cess of theur prevention efTorla Unin 
fected persons, upeaally those with 
presumed or known continuing expo- 
sure, need penodic reassurance that 
theur elToru to lemain uninfected have 
been successful Morvover, physicians 



and public holth practtttonen pro\-kd 
inK adMce and (Sidelines to ai-nsk mdi 
vtduals need assurance that the pro- 
vided guHelincs ha>e been cffectne 

Testing Facliiues 

The bcilities for free or lotxost and 
conftdenuai testing, together with 
reduction counseling ha\c been pro- 
vided by the national aJtemaie us- sue 
program Testing is also a\-ailable 
through nuny physioan^ ofAccs The 
use of these Eacilities by at-nsk ind)\id 
uals shoukl be encouraged b\ all In 
adu.tion to patient-initiated serologic 
testing, phySKuns should encourage 
at-nsk indnnduals who may bencot 
from testing to be serologicaII> teited— 
cither m theur ofRces or at public facdi- 
ties Specific efforts should be directed 
at the highest-nsk groups homoseTuaJ 
or bisexual men, prostitutes, heiero- 
scTual men and women who ha\-e multi- 
ple sexual paitnen, patients with sex- 
ually transmuted discsscs, patients 
known to use IV drugs, and paoents 
from HlV-endemic areas such as Haiti 
and central Afnea 

In summary, serologic testing allov^ s 
for knowledgeable clinical and prrcn- 
tive counseling of patients, including 
medical cvahution and early mtcrN^en- 
twn, personal counseling regaraing 
decreasing transmission, contact trac- 
mg^otifieation, and counsebng to pre- 
>-ent pcnnaul transmission 

Specific laauts and Problems 

For most uidividuals the process of 
testing u a stressful one Tb maximize 
the use and benefit of test-Unked coun- 
seling, the staff of these facibties must 
be sensitive to tl«e stresses of the mdi* 
vidusls and provide counseling and, 
where appropriate, referral 



DISEASE AND INFECTION 
MONITORING (SURVEILLANCE) 

Conditions related to HI V are of a 
wide clinical spectrum, ranginc from 
asymptomatic infections, various 
AIDS^related conditions, frank AIDS, 
and pnmary pcnpheral and central neu- 
rologic conditions Survcdlance (the col- 
lection, analysu, and dissemination of 
data relevant for prevention or control) 
for clinical A IDS hu formed the founda- 
tion for our current undentandmg of 
thu newly imported duease, and physi- 
cians should sJwsys report cases accord- 
ing to local requirements But with the 
long incubation pcnod after infection 
before AIDS develops, surveillance for 
clinical AIDS la a rather msensiti>e and 
delayed mdicator of HIV mfecuons 
Thus, theftiture of pubbc health sun-cU- 
lance will have to rely more hes\ily on 

Prwenton 01 AtOS— f rancis I Crun 



ERIC 



230 



227 



soroio^r «urvi'il|jncc Ideally, the 
si'iMlopr sutus o( tncmbcn of ill of the 
m»)or n«k Kroups wcjM be knoun, 
alonR w-ith th« annual scroconvcrsjon 
' rates and reasons for scroeon\fraion 
Unfortunately, because of the expense 
id collecting such infonnation and 
because o( fears of conMenttaltty 
breaches such data exist for only Lm 
itcd popuiationsstudicd in research set 
tings. At a minimum, S) stems should be 
fleviscd to monitor the rates of infection 
in selected froups ranfing from low- 
nsk individuals (e|. blood donors) to 
high nsk individuals (eg. homosexual 
men pattentsat methadone clinics, sex- 
ually transmitted duease cUnic p«- 
tienu. etc^ if the ideal situation of 
absolute confidentiality cannot be as- 
sured, periodic testing of serum un- 
linked to personal identifiers is an al- 
tcmatnt! Additional useful data are 
potentially available from the military^ 
nationwide recruit tesUng program and 
the proposed senUncl hospitalued-pa- 
Ucnt (Hnthout personal idenUAers) test- 
ing program of the Centers for Disease 
Control. Atlanta 

Specific issuis and Problems 

Some physicians, to protect the con 
fidcnUality of paUenU and families, re* 
sist reporting cases or including AIDS 
on death certificates The resulting re- 
porting errors could markedly a/Tect 
future siin-eillance, especially in regard 
to the occurrence m su burban and niraJ 
areas Sensitive situations can gcner 
ally be worked out with local health 
dipartmenta on an individual basis 

PHYSICIAN, PUBLIC HEALTH, 
BUSINESS, AND COMMUNITY 
ROLES IN AIDS PftEVENTlON 
Phyiiclan 

The physidan^ role in AIDS pre- 
vention IS cntieal At a minimum, the 
physicun must understand the mynad 
symptoms of HIV-related diseases and 
provide cfTectivc medtcai treatment and 
support for the individual and the fam- 
ily In addition, the physician must take 
a major lead position regardu)g preven- 
uon Specifically, norgudgmental dis- 
cussions of sexual onenUUon, sexual 
Ktivities. IV drug use, and ways to 
prevent AIDS should become sundard 
parts of medical care These should 
include (where approprute) reeommen* 
dations for serologic testing, protective 
sex guidelines, and contact tracing/nou- 
fication of sexual and IV drug-shanng 
conucts As part of thia process, physi- 
cians should become well veraed in HIV 
transmission so that individual and 
community questions regarding appro- 
priate prevcnuve practices can be 
knowledgeably answered to maximixe 
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preventive inierveniion and minimize 
ill bj^d and extremist overreactiot 

Public Health 

The central rolo that federal, state 
and City/county health departments and 
laboratones tradiltonally have held in 
communicable disease control will have 
to continue for AIDS The necessities of 
infection and disease monitonng, ^du 
catmg phjsicians and the public about 
AIDS, establishing appropnate guide- 
lines for pre\-ention. and providing the 
needed personnel and resources for ed 
ucation. counseling, testing, and con 
Uct traong/notification will be large 
tasks for public health agencies, espe- 
cially in these Umes of constrained fund- 
ing 

Business 

The impact of AIDS on the pnvate 
sector IS larr,e and groumg The direct 
medical costs, the benefit support costs, 
and Uie general social upheaval (due 
prunanly to unfounded concerns about 
the pouibility of casual<onUct trans- 
mission) will continue to take a major 
toll within the business commumt> 
Much of this toll a preventable, mclud- 
uig that related to unfounded fears of 
infecuon Indeed, the workplace couU 
ser\-e as an unportant access point to 
convey the essentials of AIDS preven- 
tion After all. working adulu have 
been th* ma.'Or urget of this vma 
Education programs sponsored by busi- 
nesses directed towanl all sexually ac* 
uve employees, regardless of sexual 
preference, together with in/ormation 
on the ruks of needle shanng. eouU 
have a miyor impact on HIV transmis- 
sion f\irtheniiore, suppor^ by the busi- 
neu coromumty fbr f^uig of public 
AIDS prevention prognms coi^ prove 
uiviluable in stimulating the tradi- 
tionally tkm fovernment funding pro- 
cess so that more extensive AIDS pre 
vention programs could be started 
without undue delay 

Community 

The need for rational community pro- 
grams for AIDS prevention based on 
facts rather than fears la urgent Ibo 
often schools, rcbipous organizations, 
and other conunumty gmtps have been 
reticent to discuu, or even obstructed 
from discussing, ways to prevent the 
sexual or needie-bome transmission of 
HIV for fear of seeming to support sex 
and drug use Such issues are difficult, 
but denial of real-life practices can serve 
only to extend further thia already 
deadly epidemic Commumty groups 
and public media are essential for 

eading the rather simple words of 
AIDS prevention In addition, together 



<*ith busine«s theu' support 01 Seij 1 
department efforts, iheu' aio ui L^e 
defense against extremist measure^ 
and thcu' sun>ort for addiiiO'uJ re 
source allocations for AIDS prev»nt.on 
are cssentui 

In summary, the concerted effon^ of 
physiaans. businesses, znd conmur » . 
groups and public media togeiher with 
provision of up-to-date educational m 
tenals and censistent prevention me- 
sages issued by health depanmen«5 
are essentui to interrupt transmission 
of this extremely severe \'injs uueci:on 
effectively 

SOCIAL ISSUES AND 

CCNFIOENTIALITY 

Quarantine/Isolation 

The purpose of AIDS prevent .on pro- 
grams IS to tntemipt the trans mi; : oi 
of HIV in a manner that toil muunuie 
social disruption and inaximue incivto- 
ual freedom The issue of quarartme 
(this term wiJ be used uiterchangeaslv 
with isolation or enforced isolanoi) 
needs to be discussed openlv because 01 
the concerns expressed bv at r*\ 
groups, especially the homosevuai ano 
hemophiliac communities, and oecsuse 
some ill-mfonncd pobticai grouos have 
called for extreme measmes (eg cuar- 
antine) to control AIDS Manv ot i>e<e 
ovcrreactive proposals have been oue :o 
unbalanced information that, aju^ou;'^ 
appropriately siressuig the cirgc? c. 
HIV uifection, has inappropra:e-v 
stressed r ^ e ease of acquisition. In :re 
hospiul setimg. recommendations are 
that bkwd and secretion pmuutiOM (a 
form of medical isolation) be taken for 
persons known or tuspeaed to be m- 
(ected wit!i blood-borne agents suo as 
hepatitis 6 vmisor HIV. But within the 
general community, there has never 
b?en any official public health rccon- 
k endatton or movement toirard the iso- 
lation or quarantine of earners <u these 
difficult-to- transmit agents Quaran- 
tine has a bmtted rc^e in the control of 
some communicable diseases, but there 
IS tittle or no role for it in the prevention 
of AIDS As mentioned above, exceot 
for pennalaJ infection and (in the pait) 
blood produeuassociated infect.on 
HIV IS transmitted almost exclus.veh 
between consenting sdults, both of 
whom have some choice regarding the 
AIDS risks th.y are vnlling to take 
Thus, transmission of this vvus in our 
society la prevei.table by individual ac- 
tion, not government -unposed isolanon 
The threat of quarantine hinders AIDS 
prevention It turns a nomssue uito s 
wedge between advocates of prevenioi 
and the groups at nsk for AIDS 

The issue of mass quarantine aiice 
what should be done vith the un^ •oper- 
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attv-v infcct«d person who continues to 
expose tndivtduiU throufh sexuii inter- 
course or needle ihinnf' Fbr example, 
«hat about the infected femaie or male 
piostitute who continues to ply the 
atreeu for business'^ Thcae are diflkult 
issues Sutc laws fenerally forbid one 
from knowngly expottnc others to in 
fectious diseases, and local or sute 
health officen ccnerally have authonty 
(f<lllowin{ observance of due proccu) to 
incarcerate noncompbant individuals 
In some situauons, incarceration may 
be necessary, but in most situatjona 
there are (mo persons involved in the 
transmission of HIV Tlius, it could be* 
said for the example pven above that 
the client of the praalitute is Volunteer- 
injf for infection The migor task ahead 
IS to f et accurate information out to the 
public so that they can make inlbrmed 
choices Considennf the dannr of this 
virus, mos: persons will presumably 
take the personal steps necessary t'^ 
avoid infection 

Patitnt-Phyaiclan-^blle 
Hcalttv-Conununtty ftelallon* 

For physicians and public health 
workers to effect ruk<reduan{ be- 
havior changes in individuals, consider- 
able patient trust U necessary, both to 
mitiate contact and to seek advice and 
follow (uidancc. After aO, the behavior 
chanfea sought to decrease AIDS risk 
involve the most personal of behaviors 
lb stunulate individuals to take respon- 
sibility for thenucivct ajid make the 
necessary nsk^reducuif chanfes is 
often difficult and iwiuim a |Dod deal 
of trust and undcrstandinf from both 
the patient and th« htahh worker This 
relationship can be seriously jeopar- 
dized if the individual in need of guid- 
ance IS frightentd »my from profM* 
sMnal services by hostile threats of 
reprisals (eg, qoarantineX 

Confidentiality 

Maintenance of confidentiality is cen- 
tral to and of paramouit unportancc for 
the control of AIDS Information re- 
tarding infection with a deadly vinis, 
sexual activity, sexual contaeta (both 
within and without primary relation- 
ahipsX and the iUegal use of IV drup 
and diiagnosttc infonnation regarding 
AIDS-related diseases are sensitive is- 
sues that, if released by the patient or 
by someone involved in healL. care, 
could adversely affect a patient^ per^ 
sons] and prof euional life 

ConMentiabty haa always been a 
stnctly observed principle in mediane 
and pubbc health Sensitive topics have 
always by necessity been a routine part 
of interviews and records in these fields 
Howev;r, for AIDS, because of the so- 
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cul disdain to«-ard the two highest nsk 
croups, and the iliegsl autus of IV drug 
use, snd the numerous sntisodom) 
Isms, even stricter ass«trances are 
required In some states, like Califor- 
nu, legislstion haa been passed to 
strengthen these cmfidentiality assur 
ances Insomesitustionssuchlswshsve 
faused problems snd ha\e prevented 
essential communications between phy- 
siasns and practitioners of public 
health But this a snevolvmg field tnd, 
as such, there is constant Jiange snd 
adjustment The public^ confidence in 
the public snd pnvate sector^ protec- 
tion of theu- pnvacy depends on re- 
pealed examples and pubb- sunds 
taken by all involved in AIDS tTstment 
and prevention With positive examples 
many of the difficulties centered around 
serologic testing and contact traang' 
notification will abate 

Intunnct 

Insurance companies are Constdenng 
requmng serologic testing for selected 
appbcanu for life and individual health 
polioes In areas where the use of HIV 
testing for this purpose is not allowed, 
surrogate tests such as lymphocyte sub* 
seu are being considered This is a 
sensitive issue in that identification of 
infection can be used to uifer life-styles 
unpopular with some empkyen and 
coworkers Possible sdutions, including 
insurance pools that cover cosuofHiV- 
r^ated conditions, need to be oonsid' 
ered nationally or regionally 

INSTTTUnONAL ISSUES 

As repeatedly stressed in this review, 
HIV transmission has cssentiall) oc- 
curred only through sexual encounters, 
Uogdteccdlc shaiuiff, or from mothers 
to their infcctad in&nts at or near birth 
Despite these obaemtions, there has 
been much eonoem regarding *'wusl" 
tnnsmiaaion in public places such as 
oAtccs, public buildinp. and schools In 
some situations, a combination of misin- 
formation and a desire to structure *no- 
ruk* settinp has resulted in consider- 
able socisl disruption, such as exclusion 
of children with AIDS from school F\i- 
ture approaches will have to take into 
account existing information and move 
away f^m these extreme views Tltese 
mi^or issues will be addressed by insti- 
tutional category 

Public Buildlnga, Offices, Schools, 
lir>d Mental institutions 

No ruk of transmission has been doc- 
umented (either by t srolrpc studies or 
investiption of AIDS cases) outside of 
esublished modes Indeed, aside from 
the possible spread from brother to 
brrther,** no transmission has occurred 



(outside of se vual contact) in house ho' 'i> 
having infected indunduals^' and no 
transmission has occurred from pa 
tients to theu" nurses (except by nrcdie 
oropen wound exposure)inhospiLals If 
no transmission has occurred in thrse 
settings, which have trsditionaily been 
at nsk scttinp for smularlv 'nnsmi* 
ted agents bke hepatitis B vir.s."* then 
one can be confWent Ihs: no H I\ trans 
mission occurs -.n any more casual set- 
tinp like offices snd public faobt es 
"Die puTN^eyors rS health informsLon 
need to maintain a high levtl of pubbc 
knowledge regarduig the laiest findings 
of HIV trans rmssion so that unfounded 
anxieties can be al'ayed and appropriate 
actions can be taken 

Schools are of special note because, ui 
the past, they have served as a bat- 
tleground over the issue of exdudrg 
pediatric patients with AIDS More in 
formation is now available. speaficall\ 
regarding the lack of transmission frore 
children to theu- household conucts. 
mcluding those with whom they have 
sharvd tooth bn'shes. towels, etc*, 
thus, schools, hsvmg far less intimate 
contact than households, become even 
mere remote prospecU for transm;! 
sion With these dau. the Centers for 
Disease Ointrol ha\'e promulgated 
guidebnes for the handling of infecteo 
children in achools " 

"Hie only remaining area of concern is 
children «ho, because of age or mem^ 
UKompetence, do no* ha\e control oi 
their bodily functions. Although these 
chOdren are ve ry unlikely to be at nsk of 
HIV tiansmission, previous expenence 
with a variety of infectious diseases in 
frailties for the mentally retaraed and 
day care ctr.Ur» iciiuu «s some concern 
for these areas. Before finn recoicnen- 
dationa can be made for these Utter 
frolities, fiirther study is required 

Prisons 

Espcoally on the east coast of tne 
United States," pnsons hs\e hsd a con 
stderable number of AIDS cases The 
acquisition of infection for these cases 
has, by history, been due to high rjk 
activity (primarily IV drug use) before 
entering prison Yet, ruk-pnn-oking ex- 
posures such as pereutaneoi** uucctions 
and homosexual sex do take place in 
pnsons, and, in some insunces. the^e 
exposures occur in in\'olunUr> set 
tmp Hieprovuionof AIDSpre>-ention 
information and the motivation of all 
pnsoncn U avoid infection are essen- 
tial The question is, can education 
alone prrrint high-nsk exposures, or 
wiU screening of prisoners and the pro- 
vision of separate housuig fiolities for 
persons with positive and negative HFV' 
antibody findings have to be consid 
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cred'' Becausr of the poKntial expense 
vnd the dirficulty implcmentini the 
latter option, and the lick of dais to 
auggtsta high nsk of HIV transmisfion 
in pnaons. further study of this situa- 
tion la clearly justified before objective 
deeiaions cmn be nude * 

Bathhouses 

Buiineu esUblishments luch at 
Bathhouses, ban, and adult book 
•torti, where multiple, usually anony- 
mous sexual encounters take place 
among a male homosexual clientele, 
have raolitated Ute sprtsd of HIV iiuec- 
tions Public health agencies in some 
areas, such u San Francisco and New 
York, have attempted to cloae thcae 
ettabbshmenta Only a few auch eJos- 
inp have taken place, and they have, to 
a great extent, been largely symbobc to 
discourart the use of such CaabDes for 
unsafe sexual activities The dosing of 
such ettablishmenta should be required 
if unsafe scxuaJ activities cannot be 
cbmiAKdJ However, pnor to com- 
pulsory cJoiing, some type of regulatory 
inspection of these estabbshmenta 
should be earned out to mainLam envi- 
ron mental and sanitation atandards 
(such u improved bghting and removal 
of doors to private rooms) to discourage 
unsafe sc.ual contacta 

CONCLUSION 

Human immunodeftciency virus is a 
dangerous mfeetioua agent ihat spreads 
effecuvcly only through the ihanng of 
blood, through sexual intercourse, and 
from mftcted mothers to their infanta 
The eombmcd use of cdueationtaotiva- 
tMn/Kbll building, serologi'* «o««iinf , 
and contact tradngAiotiAeatMM; z%^a 
■Uminate or wbitAntiafly reduce at*risk 
behsvtort and infection. The aceoift* 
pbshment of this rsduction nqubts a 
censidcnble cflbrt by physidans, pub> 
lie health praetiuoners, busincu, and 
community orginiutions to |«t across 
the relatively sunple AIDS prcwention 
messages Only through a concerted 
effort by all of these froupe will the 
reluctance of individuals and society to 
deal with the difBcult issues tnheitnt in 
AIDS prevention and control be over- 
come Hie eventual extent of HIV 
tranimieiion and the resulting mor- 
bidity and mortality will be detennined 
by how wcQ we u a aooety can design 
• and uaplement a concerted AIDS pre* 
venticn effort and how we u individuals 
boed the messages of that prevention 
effort and take penonal responnbUity 
to protect ourselves It is dear that if a 
total effort is not developed and sus- 
tained, the impact on present-day 
America will be prouan. and subse- 
quent generations of Americans wiU 

JAMA MarCM 13 lM7.MlX»7 No 10 



inhcnt an expanding rather than a con 
fined infeciiouf disease problem 

Since the preparation of thil ode. 
t»-o relevant documenta have been re- 
leased the Surgeon Cenenl^ report on 
AIDS" snd the InsbtuU of Ucdianc. 
National Academ/,flf Sctenerf report 
entitled CoT^ nfAlDS iArtcUon* 
for Public Hta 4. Htalih Cort and 
Retearth * 

Wt tdomiMt* «K* ipyrinitw Um tmm 
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Mui V SffWMti. MD. WW(«r K XhHk, PkD. 
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AIDS in children: a review of the clinical, 
epidemiologic and public health aspects 



MAKTHA r. ROGERS, MD 



BACKGROUND 

In 1961 an epidemic of ■ m vera form of acquired 
immune dericienc>. now known m acquired immuno- 
deHcMncy eyndrome (AIDS), began in homoeexua) 
men and intravenoui dru| abusers in New York City. 
San Franciico and Loa Angeles ' Since that tune over 
700O cases from 46 sutes and 32 foreign countries 
havf been reported to the Centers for Disease Control 
(CDC) The disease affKts primarily the cellular im- 
nunt iyttem and in ita severe form mults in repeated 
opportunistic infections and malignancies 

To date 107 cases of AIDS in children and adoles- 
cents have been reported to CDC Children with AIDS 
present a number of dinicult problems to the pedia- 
tnciAn regarding diagnosis, management and psycho- 
social issues This paper reviews the chnical, epide- 
miologic and public health aspects of AIDS in the 
pediatric population 

rnouxsY 

Racent evidence strongly implicates a retrovirus as 
the cause of AIDS fwo prototype viruses were ini- 
tially identified independently by investigators at the 
Institut Pasteur in France' and at the National Cancer 
Institute in the United Sutes ' Evidence indicates 
that thaae two viruses are the saroa 

In 1963 mvtatigators at the Institut Pasteur in Paris 
isolated a rttrovirua from a homoeaiual man with 
lymphadenopathy syDdrome. a syndrome thought to 
be a mild form of or precursor to AIDS ' This virus, 
morpbolofically different froa the known human re- 
troviruaes, was termed the lymphadenopathy-associ- 
ated virus (LAV) This virus was subsequently isolated 
from other AIDS patients, includuig one patient with 
transfusion-associated AIDS and one of the donors of 
the transfused blood* A seroepidemiologic study 
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showed that antibody to this virus was present in 
more than 70% of patienu with AIDS or with symp- 
toms strongly suggestive of AIDS, in only 1% of 
healthy blood donors and in none of their patients 
with congenital immunodeficiencies* 

In 1984 investigators at the NaUonal InstituUs of 
Health, United Sutes, isolated a retrovirus, termed 
the human T'lymphotrophic retrovirus, type III 
(HTLV 111), from a number of patients with AIDS, 
from patients with symptona atrongly auggestivt of 
AIDS and from asymptonatie homoaeiual men ' The 
virus was not isolated from healthy beteroaezual aub* 
jecu A seroepidemiologic atudy found antibody to the 
retrovirus in similar populations * 

Retroviruses are RNA viruses which contain an 
enz>roe. reverse transcnpiaae, that tranacnbn DNA 
from RNA, a proeeas used in the repbcation of these 
viruses Although retroviruess ivhet many animal 
^ecies, only two otbar human fitrovuvaas are known 

(1) human T cell leukemia/lymphoma virus (HTLV) 
type I which baa been isolated from patients with 
malignancies of the thymua^rived lyvphocytea* and 

(2) HTLV type II which has been kolated from a 
patient with a T cell variant of hairy eell leukemia * 

The AIDS retrovirus, like other human retrovuuan, 
primarily lofectt the lyBpbocytae derived from the 
thymus (T lympbotytes), which are mponsibte for 
cellular immunity. Tb» AIDS viraa pntoantially in- 
f(KU the subset of T lymphocytae known as helper T 
lymphocytes which augment the immune response 
The subset of T lymphocytes which tuppresses the 
immune response, the suppressor T lymphocytes, is 
relati\-ely spared and outnumbare the batper T cells 
The bone marrcm-denved lymphocytes (B lympho- 
cytes), which are raaponsibte for antibody production, 
are also relatively spared 

CASE DEFINinOM 

The CDC case definiUon for AIDS, developed before 
the disco\«ry of the etiology of AIDS, is based on 
clinical signs and symptoms A case is defined as a 
child diagnosed as having an opportunistic infwtion 
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TABLE \ 

Diffvn offipird b\ CDC at mdifttae nf ttn/te^'Mng dlular 
mmunodrftfteVi 

Pto\oM\ "nd hflminlhif mfeciioni 

Crypiotporuliotit (juration >> month 

Rneumoryttu iJrinii pitfumoma 

Stron|\>oidoiii* 

TutopUsmo 11* 
\iral infwtiopi 

Cvto(n«|fllij\ ru* dii'>«m mated in'Kimn «ah oni'^t >6 mom hi 

H*fp«» timplfi siruk rhrnmr or dii^rmmaiH inftttion «iih 

onwi >1 month of agr 
Prafmaivff muiitfocal ItukMnraphtlopaiht 
Funfal infrrtioni 
CandtdiMik nophaitflal 

Cr>nocorco«ii rrniral nrrvoui tvilrm or diiieminfltrd mfrriiort 
Bactanal iitfrriioni 

M\ct)hattrrium 01 lum Jikiemmaifd infecimn 
I «nrrr 

Kapo«> * Mrmfi^a 

Lxmphomi li mlrd i<i ihr brain 

* FuImonar\ crntra' narvoui isMrm or di<Mininatrd infection 

or malignancy (Table 1 1 indicBtinf an undcrlyinf cel- 
lular immunodeficiency Other cauMt of immunode- 
flciencv luch ai confenital irorounodcficienciet, con- 
feniul infections, i edicattont. lymphorcticular ma* 
ltrnanc> and ttarvation mutt be ruled out Became 
thii definition require* the prewnce of an opportun- 
iitic infection or mahfnancy. the caiet of AIDS retro- 
virui infection reported to CDC are the most levere 
Leii were formi of the illneu appear to occur Symp- 
toms aatociated witn AIDS tuch as gt nerahxed lymph- 
adenopathy, chronic diarrhea, weifht loos or failure to 
thriva, recurrent infections, pertiatent oral candidi- 
ases, interstitial pneumonitis and h«patospIenomas«ly 
have ocCMned >n patiants Delonginf to high nsk 
groups Thu constallation of symptoms has been 
called AlDS related complex and bu been used to 
deKnbe patients m high risk gioupa who have symp* 
toms that are associated with AIDS but who hava not 
developed an opportunistic infection or malignancy 
Since development of the serolofic tests for msasunng 
antibody to the AIDS * irus. antibody to HTLV III/ 
LAV has been found in p«tients with AlDS related 
complex and uymptomatic members of high nsk 
groups * HTLV III/LAV has been laolsted from thas^ 
uymptomatic seropositive persons sugfesting that a 
chronic earner state can rust In a recently reporud 
study virus was also ir.olated irom four perkons who 
were seronegative uong term follow-up of these 
individuals is needed to clarify t>e relationship be- 
tween antigen and antibody protiuct^^n anu clinical 
symptoms 

PEDIATRIC HIGH RI&X GROUPS AND 
ROUTES OF TRANSMISSION 

In adults and adolescenu over 95% of casei 
occurred in persons belonging to six high risk grt 
Group 1. homoMxual or bisexual men. Group 2, intr. 
venous drug abusers. Group 3, Haitians, Group 4, 
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hemophitisc> Group 5. persons receding blood or 
blood product! and Group 6, the sexusl psnners of 
infected persons This epidemiologic avi'^nce indi 
cates thst, in Mdults snd adolsKants, AIDS is trsns 
mitted through sexusl contact (both hetero snd ho 
mosexual contact) or through parenteral exposures 
such at the sharing of needles UMd for injecting ilhcit 
drup or through blood transfusions 

In younger children two nsk factors are primarilv 
associated with infection (1) receivirg blood or blood 
products, and (2) bmh lo a mother who has AIDS. i<i 
a member of a high risk group or is a sexual pinner 
of a member of a high risk group (Fig 1) The route 
of transmissior in those children born to high risk 
parents is unknown, but the retrovirus may be c? 
quired in utero, from infective maternal blood at the 
time of birth or postnatally Data from cases reported 
to rDC suggest that children born to high risk parents 
iT.ay acquire infection in uttro The median time in 
terval between bmh and onset of symptoms m chil 
drcn of high nsk parents la 4 months This is shorter 
than the median time inter>al uf transfusion -associ* 
ated illness in which the time between transfusion 
and onset of symptoms is S months 

Postnatal transit, ssion, through infected breast 
milk or close contact between the mother and bab> . 
could theoretically ociur However, none of the 7408 
cases reported to the CDC as of December 13 1984. 
has occurred in individuals who were household con 
ucts (nonsexual) of other AIDS patients, suggesting 
that transmission through casual person-to-person 
contact. It It xcurs. is rart All the patients reported 
to CDC with no identifiable risk of exposure den> 
conuct with a knovn AIDS patient Breast milk from 
infected mothers has not beer. ctjUured 

INCUBATION PERIOD 

The incubation period fu. this virus appears to be 
relatively long Based on cases of transfusion associ 
ated AIDS in adulu reported to CDC. the period 
between transfusion (infection wi!h the virus) and 
oneer of lymptomi ranged from 1 month to 5 ycsrs 
(median, 28 months) In the 12 children with trai.i- 
fusion -associated AIDS, this time penod was some 
what shorter, rangini^ from 1 month to 2 years. 5 
months (median, 8 months) The reason for the 
shorter incubation period in children compared with 
sdutu IS not clear All 12 children were neonates who 
may be at increased risk due to an in.maturc immune 
syatem 

CLINICAL COURSE 

Prodrome Eeforc development of opponunistic 
infections and maiignancias adolaKent and adult pa 
tients usuall> experience a prodrome characterized by 
an iij^idious onset of weight loss, fever, malaise, night 
sweats chronic or recurrent unexplained disrrhes. 
fatigue. k'n«ralized lvmphadenopath> . anhralgiai or 
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myalfita tnd oral '-^ndidiMii Th« prodrome mty lait 
from wttkt to nonths 

InftnU who trt mftctod with HTLV III/LAV in 
th« ntonttA) p«nod usually dtvalop u|ni and lymp- 
tonu btfort I ytar of aft, typically fatlurt to thnve, 
racurrtnt or partuunt thr»h» chronic inttrttitial 
pntumonitu. hapatoaplenomtialy, chronic or racur- 
rtnt diarrhaa, lymphadtnopathy and racumnt atvare 
bactf nal infiictioni auch as sapais and manuifitts A 
ftlativtly uncommon flnduii is racurrtnt anlarftman^ 
of tha parotid (lands Thas* prodroma] aicns tnd 
aymptoma. as in adulu, can last from wttks to jnontha 
btfort davalopmant of an opportunistic infaction or 
malifnancy 

Opportiialatic iHaaoaa. Tha moat common dis* 
aasas saan in patianu with AIDS art viral, tUnial tnd 
parasitic opportunistic infacuons and mali|nancias 
Pntumoeyttu eannu pntumonia is tha moat common 
infaction. occumni in 70% of padiatnc patiantJt ra- 
portad to tht CDC The most common malifnancy 
aatn is an anTtaaiva fo.m of Kapoai's sarcoma occur- 
nn| primarily in homoaaiual man, but it hu batn 
rtportad m child<«n Non*Hod|kins lymphomas also 
occur 

Laboratory flodlafa. Laboratory abnormabun 
charactanstic of AIDS include lymphopenia, specifi- 
cally a decrttse in the T helper lymphocytes, rtsultini 
in t rtvtrsal of th« ratio of T helper ce)\s (OKTS-f , 
Leuj'f) to T suppressor cells (0X744-. Leu2'f ) Lym- 
phwyte function is slso ebnormel ss measured by a 



markedly depreaaad rsaponsa to mitogens such as phy- 
tohemagglutinin and concanavabn A tnd to antigens 
Moat patianu also react poorly to akin tasU with rtctll 
tntigens Serum immunog lobubn levels arc normal or 
more commonly mcraaaad 

DIAGNOSIS 

AIDS must be difTarantiatad from otber causes of 
immune def^'iancy auch aa traatiDant with immuno- 
auppreuiva druga, conganital immunodeficiencies, 
congenital infections and atarvation. A cartful history 
and physical aiaminatlon abould tula out immunode- 
ficiency aacondary to recant oral or parsnural use of 
auroida or cytotoik agtnu and atarvation. Malignan- 
ciH that are aaaociatad wit^ immunodeficiency, par- 
ticularly lympbomaa. muat be conaidertd CongcniUl 
infections tnd immunodeficienciM mty be more dif- 
ficult to differentitu 

Ctllular immunodeficiency can be aaaociatad with 
aome congenital infaaions, such as cytomagelovirui." 
infection or rubella" However, this immunodefi- 
ciency IS temporary an4 is usually lass aeverc then 
that aaaociatad with AIDS Unlike moat congeniul 
infMtions. symptoms aaaociatad «tth AIDS do not 
usually occur in the naonaul period, and develop- 
mental defects auth u cardiac abnormalitiM have not 
been reported m children with AIDS Infanu with 
AIDS can acquire in^Kttons such as cytomegalovirut 
end tOKoplasmosis ts t result of AIDS, but ecquuitiun 
u usuelly not in the neontui period, tnd these infec 
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tion« art ^eneralU much mure lesere thin icquired 
tnfectiun tn the immunocompetent child 

Congenital immunodtficicncies to be considered in 
dude fe\cre combined immunodericicncy. DiGeorge 
»\ndrun.f. \^iskott Aldrich syndrome, aUxia telan- 
giectasia, graft irrsus host disease, neutropenia, mu 
trophil function sbncrmalitv. agammaglobulintmia 
and hypogammaglobulinemia with elevated IgM Un* 
hke patients uith severe combined imm' nodefictency 
and immunoglobu i denciencics. patients with AIDS 
usualK ha\e markedly elevated immunoglobulins Un 
like children uith DiGeoiY* f^yndrome, children with 
AIDS have normal facies and do not have hspocal 
cemic tctanv Although thrombocytopenia mav be 
seen in children with AIDS, bleeding episodes do not 
usualK occums withW'iskott Aldrichs\ndrome Wis- 
kijit Aldrirh sy ndrome. an X linked recessive disease, 
uirur^ almost exclusively in bos s. whereas about 40^ 
o( children with AIDS are girls AIDS ma\ be differ 
eniiated from neutrophil disorders by its pnmarv ef- 
teit on Kmphocyte» rather than on granulocytes 
Ataxia i!> noi a common feature of AIDS 

TREATMENT 

Although some therapies have resulted in temporary 
improvement and prolonged »ur> i^ al. to date no effec- 
tive therapv for AIDS exists Intravenous gammaglub- 
ulin isL*ng used tn some centers uith variable success 
in preventing recurrent episodes of sepsis and men 
ingttis " Bone marrou transplantation and lympho 
cvte transfusion have resulteu i partial immunologic 
reconsiitution in some cases, bu. without clinical im 
provemeni * Recombinant alpha 2-interftron ther- 
apv has been reported to reduce the size of the lesions 
of Kaposi s sarcoma in some c^tcs but did not produce 
changes in immunologic characteristics Suramin, an 
inhibitor of reverse tranKnptase in vitro}* and riba 
\irin. a reported suppreaaor of replication of l^V in 
culture.'* are being assessed Elarly diagnosis and 
treatment of opportunistic infections and malignan 
cies associated with AIDS may prolong sur>*ival Care- 
ful attention to the nutritionti and the emotional 
needs of patienu and their families .s helpful 

PKOGN08IS 

Thv prognosis for HTLV III/LAV-infectcdpstienU 
who develop (^portunistic infections or malignancies 
is poor Of the 7408 patients reported to the CDC 
since the epidemic began, over 40% have died Of 
those patients diagnosed prior to 1982, over 80*^ have 
died Of the 103 children age Iti vcars or younger with 
outcome reponed to the CDC. 6SVt have died Al- 
though the long term prognosis of infection with 
HTLV III/LAV has not been determined, a few lon- 
gitudinal studies of high risk patients with symptoms 
of AIDS but without opportunistic infections have 
revealed that as many as 20*^ develop AIDS within 3 
years of onset of symptoms'* and up to 50^. of adult 
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patients with oral candidiasis develop AIDS '* Similar 
longitudinal studies in children have not been re- 
ported 

OCCUKRENCE 

Of the 7408 cases of AIDS reported to CDC as of 
December. 1984. 107 (U't) were m children and 
adolescents 18 years of age or younger The number 
uf esses of AIDS in the pediatric p<^ulation has been 
steadily increasing since diagnosis in 1979 of the ear 
licst ca«e reported to CDC <Fig 2) The apparent 
decrease in cases reported in the latter half of 1984 
probablv reflects the Ian time between diagnosis and 
receipt of case reports 

Of the 107 children. 71 (66%) had P cannu pneu 
moma. 5 (5^ ) had Kaposi's sarcoma 2 (2'^( ) had bi.th 
and 29 (27^^) had some other oi^rtunistic infection 
There were 1 6 times as many cases in males (66i as 
in females (41) A greater proportion of cases occurred 
in blacks (54M and Hispanics (19'c) than in whites 
(27''cl The 107 cases were reported from 18 states 
and Puerto Rico with 79^ residing in Neu YorV. Nev^ 
Jersev, Florida or California 

The majority of pediatric patients with AIDS were 
preschool -aged children (Fig 1) Of the 107 children 
and adoleKents with AIDS. 64 (79%) were younger 
than 6 years of age at the time of diagnosis of /.IDS 
All of these children, m whom investigations hiive 
been completed, acquired AIDS either from a blood 
transfusion (12 children) or because they were born 
to a mother who had AIDS, was a member of a high 
risk group or was a seiual partner of someone in a 
high risk roup (60 children) 

PREVENTION 

Since a large proportion o' children with AIDS 
acquire the disease through exposure to their parents, 
prevention of AIDS tn adults would be expected to 
prevent cases in children as well Behavior modifica- 
tion in adults and adolescents auch as reduction of the 
number of sexual partners, especially those in high 
nsk groups, participation in drug rehabilitation pro 
frams and avoiding the uae of nonstenle needles may 
help reduce cases 

Prevention of congenital cases through birth control 
and abortion are also important, however, the risk of 
AIDS in infants bom to infected mothers is unknoun 
In 11 mothers who had already delivered one duld 
with AIDS 12 subsequent pregnancies produced 4 
affected infants, suggesting that the nsk of tran»mis 
sion of the agent is a continuing one and that each 
pregnancy mav be at high nsk fcr infection ^ Infected 
mothers sr.' often asvniptomatic before and du*ing 
the pregnancv and at the tine of birth, making anv 
intervention such a^ avoidance of pregnancv or ab^jr 
tion luipossible 

Prevrntio.. of \IDS through reduction of infected 
btood Mnd hloud product^ would signircsnllv re 
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duct c%M€t m childifn Cuct in htmophiliAct and 
chiJdrtn nctivuif tnntfiiiioni account for 21% of 
CMtt in I'hiUrfn rvportcd to CDC Tbt Uniud Sutet 
PublK Htalth Strvict currently rtcomnitnds that per- 
■onabtlonfingto hifh riik groups lefrain from donat* 
iaft blood. Blood b«nk« ant jcipau bting ablt to icrecn 
blood for antibody to HTLV III/LAV which is tx- 
poctad to ahmuiau 95% of inftcttd blood. Howtvtr. 
bacauM of the long incubation period of the virus, 
caaat attributable to blood tranafiiaioni will continue 
to occur 

Hiat tftatmant of Factor VIII concentrate haa been 
abowa to be an eflactivt BMthod of aliainating HTLV 
III/LAV firom thia product in laboratory studies The 
Madical and Scientific Advisory Council of the Na- 
tional HeiDophiiia Foundation haa recently iaausd re- 
vised raconaendatioos: (1) ctyopracipiuu (because 
of tht Barksdly fewsr donors relative to Factor VIII 
concentrau) should bs used m Factor Vlll-dsficient 
n ew born infanta and children younger than 4 years of 
age and in newly identified patienu never treated with 
Factor VIII covtcantrstes. (2) fresh froscn plasma 
abould be ussl ^ Factor IX-deficierit patienu in the 
aame eatagons*, (3^ dssmopressin should be used 
whenever possible in patienu with mild or moderate 
Kemophilia A. artd (4) "because hest-trested products 
appesr to have no increase in untowsrd effecu sttnb* 
utable to the best treitment. tTtsters using coagula- 
tion factor concentrates ahould atrongly consider 
changing to heat -t rested producta with the under- 
atanding that protection against AIDS is yet to be 
proven 



HEPATITIS B VACCINE 

Because this vaccine is made from pooled sers of 
persons who sre st high risk for AIDS, many phyai- 
ctans have avoided the usc of this vaccine for fear that 
It may be conuminated with the AIDS agent Rscent 
studies show that the inactivation process used in 
preparing the vaccine wiU inactivsu the AIDS virc^' 
Other studies have shown that the vaccine coauined 
no detectable AIDS virus-related nucleic acid se- 
quences at a sensit./ity of less than 1 pg of DNA per 
20-fig dose of vaccine." No seroconversions to the 
AIDS virus were detected in 19 individuals who had 
received vaccine " To date 68 cases of AIDS have 
occurred in persons who were vaccinated; 65 of iheea 
caaes occurred m persons with known risk factors for 
AIDS, the remaining 3 are under invaatigation " This 
evidence should reassure physicians and thoae st high 
risk for hepstitis B that the vaccuie is safe 

DAY CARE. SCHOOL AKD FCfTIR ROME 
ISSUES 

Although there is no evidence that HTLV III/LAV 
a transmitted by casus! person -to-peiaon contact, the 
theoretical possibility of transmission in the school, 
day care and foster home setting crestes difficult socisl 
problems for infected children Convenely these set- 
tings msy increase the immunocompromised child's 
exposure to infectious sgenu 

Phviicisns snd heslth departments confronted with 
these problems hs\e often chosen to place children in 
fo!»ter homes without other children younger than 6 
>ears of age Da> care attendance is generslly not 
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recommended for AlD^ children because ihe oral 
behavior and incontineiice of toddlers would be ex 
pected lu increase the ri<:k of tran^muMon of mlec 
tmus disea&es Some ii«ics ha\e reiommencVd thtit 
AIDS children be allo»«o lo mtend schuol if .h*- child 
li continent. h«i no openoroozinf iesionkand hehave» 
accepiabK <« f does no: bite) and if certain precau 
iiont can be taken 

PRECAUTIONS 

General. Precaution! include U) uiing a bleach 
solution (10 1 ratio of water to bleach) to clean all 
$pill« of blood or other body fluids. (2) wtaring (loves 
mhile cleaning the^e *pilt> and treating ani open le 
$ion« and I3> placing anv blood or body fluid soaked 
iiem» in a leak -proof bag for washing Qr dispoul The 
child s phvsictan shou . consider removing the im 
munocompromised child from school during epidemics 
of infection such as measles or chickenpox 

Health care personnel. In addition to the above 
general precautions, health care personnel and others 
caring for AIDS patients should avoid accidental 
wounds from sharp instruments contaminated with 
potentiall) infectious materiel Bated on reports to 
the CDC, most accidental needlestickt occurred while 
rKapping needles This practice should be avoided 
Other detailed rKommendations for health care per- 
sonnel have been published b> the CDC 

Health care personnel can be reassured by evidence 
suggesting that the risk of transmission from AIDS 
patients is ver> small A recent study found that none 
of 52 hospital personnel with documented accidental 
blood or mucous membrane eiposure to infectious 
material from sn AIDS patient developed AIDS or 
signs and symptoms uitociated with AIDS Thirty- 
three of these persons were seronegative for HTLV 
III/ LAV wiien tested for a mean of 8 months (range. 
0 5 tc 20 months) after the accident Of the 232 cases 
of AIDS in health care workers reported to the CDC. 
all but 23 belonged to known risk groups, and epide- 
miologic investigation of these 23 failed to document 
AIDS transmission through occtipttonal etposure to a 
patient suspected of having HTLV III/LaV infection 
Onl> one case of HTLV III/LAV infection in a hos 
pital employee without other risks for AIDS and with 
documented parenteral exposure to an AIDS case has 
been rvported '* The employee. * n<irsc, developed an 
acute illness about 2 weeks following a needlestick 
injury involving an AIDS case The acute illness, 
characterised by fever, flulike symptoms, macular 
rash, arthralgias and generali:ed lymphadenopathy, 
resolved without specific therapy A serum umple 
collected 27 da>s after the injury did not conta'n 
antibody to HTLV III/LAV A second and third um 
pie, collected st 49 and 57 days, conuinec! antibod> 
The nurse remains s >mptomatic 3 months after the 
inju'y 
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HEALTH ni RL^EN 

Th* htaith Cdrr i.eed* «'f children with AlDs drt 
eiiormou'^ Ihi average dailv cost of hobpjtd'ization 
for an A\bb pauent nas been estunnted s* <»S0-' v 
SKKk; (ier dav Children with AIDS art ha>pi:alizrn 
frequentlv for ife ihrtatening illnesses which oiten 
requut admission to the inten<:ive care unit for comU 
therap) fr»r respiratorv uAurt and septic •shock Tho^t- 
who arr ahlr to leavt the hospital require frequent 
outpatient Tollow up 

PSYCHOSOCIAL PROBLEMS 

riic populati >n> ot children at hi^h n^k for A1D> 
virus in<^N:iion have in^nv social problems in ddHftt,.'-! 
to tht ones as-^ociaied with AIDS Children o< women 
who are intrjvenous drug abuset ^ dt hi;h ri^k f<.r 
premature deliverv opiatt additioi jeglect and alian 
donmvnt Haitian tamilieb m3> be onlv recent arris dN 
to the Vnited i it:, and mav have ies> acic«^ tu 
medicnl care H( \n parents and parputs who dhu<»f- 
drugs ma> them ves be seriousllv ill or die tr"m 
AIDS, leaving their children v^ithout cjre Chndrci, 
with hemophilia can have phvsical disabilities and 
emotional problems related to their disease Tee ]a|Ecr» 
who acquire AIDS through homosexual contact are 
faced with having to admit their homosexualiT> to 
famil) snd friencu Teenage drug abusers with A1D^) 
must also cope with their intravenous drufc addiction 

THE FUTURE 

The recent discovery of the etiologtc agent of AIDS 
greatly improves the ability to study this disease The 
clinical spectrum of infecuon with HTLV IIFLAN is 
being defined Studies are currentl> under wav to 
determine the transmission of HTLV 1II/LA\ within 
families and among >oung children Data from these 
studies should allow for better decisions regarding the 
need for isolation of the child with AIDS P. ^nancv 
outcome studies are needed to asseu the risk oi r f«c 
tion and disease in infants Further studies to ure 
the ufety of blood and blood products, to c «lop 
treatment strategies and to assess the 'ing term prof 
nosis of children with AIDS are needed Surveillance 
for cases among health care workers and studies to 
assess the risk of infection in these persons should 
continue 

SUMMARY 

A high level of su on bv ever> provider i<^ ^erv 
imporunt to ensure diagnosis and complete reporting 
Such active survetlbnce «ill enable effective national 
monitoring of the occurrence of ihe disease the deft 
nition of new risk groups and the identification ol 
unusual cases for further studv Thvsicians and health 
care workers should report all cniloren and adults 
suspected of having AID'^' to their siate health dt- 
partments who. m turn repor m the CDC 



236 

ROGERS 



237 



236 



AIDS IN rHILOKk ' 



May, 1985 



It m clear that the number of casei of AIDS in 
children and adoletcentf » incrtuing becauKC of 
aithcr incrtaMd oecufencc. incrtated diafnotis and/ 
or incrtaMd lurveilUnce Padiatnc I talth cm per- 
lonntl. Mptcially thoet in high prevalence area* and 
tboac canng for high ruk popuUtionit. need to be 
aware >3f AIDS and the pruhlem encountared in canng 
for thtie children 
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Current Trends 

Summtry 

R«eomm«nd«tions for Pr«v«nting Trtnimiiiion of Infection 
with Humtn T-Lymphotropie Virus Typ« 111/ 
Lymphtdtnoptthv-AssocitUd Virus in th« Workplace 

Tm fftformiiion and rvcommcntfiiioni conumad m thtt c9ociim«nt h«v« bMn div*iop«d 
with panicutor •mphtiis on Nilth-cirt wOfttn ind oihtn m pttaiwt occupations m which 
•xpotur* mtgf\x occur lo blood from p«rtont mficttd with KTLV.|t/|>V ih« "AIDS virus' 
i«csusc of public conctfn sboui tt)« purpontd nsk of trtntmisswn of KTLV-Jn'LAV bv por* 
•ons providing ptrsonoi s^fvicts ond thoso praptrmg and Mrving food ortd b«v«ra9«s, ihts 
doeucnont ilso oddrtssos piior>«i.torvt,:« snd food-sorvici worton Fmaltv H oddrassos 
'other wortiirs'— parsons m sanmet such as officas sehoots faooffas and construction 
aitai wh«rt ihtre is no known nsk of AOS v«vt transmission 

•acauSf AIDS IS 8 Woodboma aaiuallY transmmad disaasf that « not tpfaad bv casual 
contact thii documsn doai not racorrtmand routma HTLV«ill/t iV antibody scrasmng for tha 
groups addrassad Iccausa AIDS is not transminad through pnparation or sarving of food 
and bavtragti thasa facommandaiioni stats that food-sarmca worliars known to ba mfsetsd 
with AIDS Should net ba rastnciad from rfwk unlass thar hava anothar mfaetion or lUnau for 
which a«fCt> rtstnction would ba warrvniad 

This documant contains datsilad rteommandations for prvcaotions apcxvpnata to privant 
transmaaion of all Moodboma mfaetious ditaassi to paopla axposod— m tha eeursa of thatr 
dutias«>to Mood from parsons who may tt mfsctad with HTLV-ll/LAV Thav amphaaitt that 
haaith*eaf« wortarv should taks an postibia pracauttons to prtvom noodttitieli VHury Tha 
racommandations tra basad en ih« w«n<«ocumantad modts of KTLV-WLW trpntmitsion 
and moorperata » 'wont easa* scanano, thi hapatrtts I modal of trpnamitswn Bacausa tha 
haoatitia B v ^ « also Woodboma and « both hsrdwr snd men mfaetious then KTLV-Ml/l>V. 
racommondations that would prevent transmiss»on of hapatrtK B wMl aiao privant Mnsmis- 
aion of AJOS 

Formuiation of sptcific racommendstions for haatth-eara worterm who parform mvasive 
procsduras is m progress 



lUcommtndtttons for Preventing Trtnsrriesion of Infection 
with Humtn T-Lymphotropic Virus Typ« 111/ 
Lymphadcnoptthy- Associated Virus In tha Workplaca 

Parsons It mcraasad risk of acOuinng mfaetion with human T-lymphotropic virus typa 
m/iymphadanopathv-associaied virus (KTLV-Ol/Lav), tha wus that causes acquired tmmuno* 
dtriciencv syndroms (AIDS! mcluda homesaxuai and btsaxual man tntrivanous OV) drug 
abusers persons trsnsfusad with contamirtsted blood or blood products, hatarossiuai con> 
tacTi of personi with HTLV-Rl/lAV mfaciion and children bom to mlaetad mothars HTLV-HL' 
LAV IS trahsmitiad through ssiuai contact pannterai aiposura to mfsctad Mood or blood 
components, and pennatal transmission from mothsr to neonata KTLV-fll/LAV has baan 
90latsd from blood samen. saliva tears, braait m«lk and unna and m bkely to ba isolaiad 
from some ether body fluids, sacretioni ar^ sicrationt but epidemiologic evtdanca has im> 
plicsisd only ciood and atman m iranimisston Studiti of nonsaiuai houtshotd contacts of 
AIDS petienu mdicatt that casual contact wrth sahwa and teers does not result m transmission 
of mfaetion Spraad of mfaetion to housahold coniacu of mfactad parsons has not>can 
datactad when tha housshoid contacts hava not batn sai 7»nmn or nave not bean mfenu 
of nftcttd mothers Tht kind of r>onstiuei pars on* to -pars on contect that garMraiiv occurs 
emong workfs and clients or consumtrs m the wonipiact does r^t post a nsk for transriis- 
eion of HTLV-III/LAV 

Ai m tha daveiopmcnt of any such rtcommcndtiiom the paramount consideration is the 
prelection of the public s hasiih The following rtcommcndaiioni have beer, developed fof a" 
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weuffi pnieu<«»<v won9r» f*t occuptiion* *» wnien ttPOturt miynt occu' tc Oiooo "o^ 
«iOMi« mftcitd vviih mTlV.IHUU^ Thni rtcommtndttiofH r9*n«orct and kuPPtfntm 
tptcific rtcomm«ndaiient t^•t wt't Otfbkfthtd Mrtiti for ciimui and laberatery »taff» t n and 
<er Otniai cari p«r»onncr and ptrtont ptHormiflC ntcroPtitl and mentciam ttrvicit i2) 
•cciuit o< PxiDiiC cofietm about Iht purpontd nth of trtAtrrMtt>on of HTLV.ni by partof^t 
providinQ ptrM>n«i Mrv<at and by food and bovtriett thttt rtcOmititndaiiont coniam mfOT' 
miiion and riCOrf^mtndaiiOns lor p«rtonai*tafV*Ci and fOOd'ttrviCi worhtrt Finally t^iSl 
ricemman«ati9ns aOOrtss worfcPtocti m QtMrai whtrt ttitrt n no known nth of trmtrmttion 
of HTLV.u (• Q officat tchooit faciofiM eoniirwct«n tnat) ^omiMiaiion of tptoftc 
ricommtnoitiont for health -cart werttn (HCwt) who ptrfenn mvata ^ proctdwrtt (• g 
Oiont otniKtti tt ih progrttt Sf para It racommondiitont art aUo bomg dtvtiopfdfo prtvtni 
hTLV>ih LA^irantmiitton m pnsont eihcrcerrfCiiOAa'faciMitt and 'VMuiiont houting mdi* 
viduaft who may tihiM unconiroHabit bthtvic <• 0 cyftiodtal minutiont) and » iht ptnnatai 
taiiiflg m addiKon ttparoia fttommandaiiow havt airoady boon dtvoiopad for chOdrtn m 
tchooit and day -cart eaniofs (J) 

HTLV-Ntuvtz-inftetad m0*widuiia mcfuda ttioao witti AOS (4). tftooo diagnottd by ihair 
pnvttcianit) at hovmg oihof Anotaot «ua le #tfoction wn^ HTLV^^LAV. and ihott who havt 
vif oloQic or ttrolOQK twtftnca of mfociion with H7LV<^/LM/ but wtto art noi <* 

Thott rtcommtndatioftt art btttd entht w«M^oe«mmod Todtt of HTlV-W'UV irani- 
miitipn idtntifiotf m tptdtmtoi09tc tiud*ti and on comfMnton with lha htpainit • upantnci 
Oihtr rtcommonoaiioni art btttden tht htpaiitit • moCtI of trtrwmttion 
COMPAKtSON wrTH THE HCPATITIS I VIKUS IXPCKICNCI 

Tht tp<d«mioiogv o< HTLV-wOk^ mftctton « ttfmttr to ihai of htpaiiiit I virut ChBV) mffC' 
i>on one much tnat h«t boon (tamod ovtr tht lati 1 S ytart rttoitd n xh% n»k of acQuinng 
hioaiitit B m tt^ workplaet can bt tppdod lo MndoraiondMg tht nok of hTLV«NI/LAV trantmd- 
%,on m ihi htaith-cart and eihtr oceupaiionol itttmgs Both vmiMt art transmmtd ihroug^ 
tiiual contact portntorai tapoiurt :e conionunaitd bMMd or Wood pretfucu. ond ponniui 
ifinimittion from mftciad motltort to Ittoir ofttpfinf Thut, lomo of tho Mmt mt/or o'oupt ti 
high ntk for hB V inttciion It Q- homoooiyal man. IV «nig abuton. portOAS with fttmephrfia in^ 
ftnit bom to mftcitd metMfsl tn MO ittt proupa <t hi|h«ti nok (or HTLV-HaA/ mftciion 
Naiihtr HBV nor HTLV<WUU/ hat bM" shown to bt trbnonMlod by casual cenioci m iha work, 
pitct. cemamm«todfoodocwatttPro«MmooffiCaUor«lroutw(5) 

hB V trttetiofi la an occ4ipatienil nak for HCWi. birt ttw rtak • ivtoiod lo tfogrot of contact 
with blood or comanjnoiotf naaJia a NCWi «rtio tfo nan havt cpniwt witti Wood or notditt 
comammaiad with Mood a ro "bt af nsk for accumif HtV Infactipn m tbt workploet a^i. 

m tttt haaltti.cori atttmg. HBV trpna m waipn hat nm boan Mdinomod bttwoon hooptal* 
rttd paittrtu. tietpi m htmodialyf ufMt. wtitra Wood comanMnotw of tfit owolronwtnt hat 
btin txitntivt or whtnHBV-poalbvo blood from oAopatianthM boon trpntftrrod to onothtr 
patitni through eomammaiion of matrvmtnts Evidtnco of HBV tronsmiaaion from HCWt lo 
patitnts hat boon rort and bmitad to aituftioAO m «v(«ieh tfw HCWa titMbittd f^gh conconira. 
liont of vwM M> tftotf Mood tot laatt 100.000.000 Mfacboyi mo pamcltt ptr mi of aorum). 
and tht HCWt awttomtd a punctwo wound wMa ptrformni tfiumatic procodurtt on patitnit 
or hod ttudativo or wttpmg ittiofio th»t aiewod mim to contwtwiott tittrumomt or optn 
woundt of paiitnu (9> 1 1 1 

Currom tvidonct mdicottt that dotprtt opidawiologic aMIarftioa ol HBV and HTLV-n/ 
LAV N>foct«it. tho nak for HBV irpnom«tion in tioiWi-car« oonmga for ticoodi that for 
HTLV-RIA>V tranom«8ion Tht nak of Koumng HBV oifocbon foNowMf a nooditstick from 
an HBV comtf rongtt from B%te 30% < f J), farm oacoaaof thtriakof HTLV-M/UV ttftc- 
iion foftowmg t notdittti^ twolvmg t loufct paliom mfoetod with HTlv^Wim. which t$ 
itit ihon t% m addition afl nCWt miho ho«o boon ttewn to tronomit Htv mfoct«n m htaith- 
cart aaftmgt navo boiongod to tho oubtol ol cftroMc HfV caihoro wtio. wtiontoaiod. howt ta- 
htbtttd ovidanca of atctPtionaiv high umt oii u o u ona of wua tot laoat 100.000.000 «Tfte- 
iieut virut partidoa ptr mO In ihotf Wend Chrome comora tefko fMvt aubrantiolly lowor con- 
cintraiiont Of vtrvt M> thtw Wood hovo noi boon mpkeotod in trononwaion in tha haalih-cart 
Mfttmg if.n.14) Tht Htv modol thua ropro a on u o 'wortt coat* condition m rtgard to 
irmtrmttion in hotiih*coro and olttor rtiatod aottmgt Thtrtforo. neommondaiiont for tfia 
cenirol M HBV mfaetion should. It fodowtd. otoo tffociwtiv prvwtnt sproad of HTLV-WIA^ 
Whtthor addnionol mtatuiot art indicotad for tftoaa HCWt wtto porlorm Mvaawt procodurtt 
will bt oddrtfttd M> tht rteommtndtiiont currontiv bting dtvofoptd 

Routmt tcrtoning of tit pai«ms or hCWc for tvidonct of HtV Mftct«n hat ntvtr both 
rtcommtndtd Control of HBV transmtttion m tht hotlth^tro ttttmg hat tmphatiitd iht 
<mp4tm*nuiien of rtcommondaiions for tht tPPropnoit handling of blood, oihtr body flmdt. 
ano ii»r t toiltd with Mood Or oihtr t>OdY ftmdt 
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TKANtMmOfll FilOM^ATIlWr'^TOHEALTH CAm WORKERS 

HCwsmckitfff ^ ift »»oi fcmittd to nunm phy»ici»ni Otnumtndo?h«rdtn«iwOrk»f^ 
OptomttnsU. poiittnttt eturoprKtoa. Itborttonr And Wood Mni itehnoioo'lO and ttchn- 
««n« pMtbotonMstl Myttf >r»o»w*tl. p>r » wwdi c i •m^fptncy m^cti uchfMCi»ni »»»«dicti 
t«inw»tf» mortiei»f». iMHMliMPtn l»«ndfy worktrt and otMr* whOM wa** mvo»«^i con- 
Uetwithp«t«na ih«r Wood or otbdt body nuidt ercorpttt 

Rtcommtfidationt lo» HCw» •mphiuit pnf\A>on% «ppropn«t« fof prtvwtmo trantmii- 
siofl of Moodbomt mftenoui diMMM. tfduding HTLV-IH/LM^ tnd HIV mlKtont Ifwi 
th«M p*«uution» thogW bt «nforctd routmoly ts shoutd oth«r stind«rd infKtie»-C9iro> 
prteiutioni. raeardltss of wK«1h«r HCWt or potttnu ara known to mfKttd with Hl\§f-mt 
LAV or HiV in addition to bomg OTformod of th«st prtctutioni al' hCws. mctudrng ituianii 
•nd howMfUtf thotM bo oducottd rogrdm^ the tp^ ^lOlogv modi i of tnnimits yn and 
provtntion of HTLV-W/UV mltction 

lb«k of HCWt OOViMvif NTLV-nt/LIt/ (n ttio w0f1i»ltct Using tht HBV modtl tht high- 
Ml nik for trontmiMion of HTLV»«/UW in ih9 woAploct would invoWt poronttrti tipoturt 
le • noodit m othor ottorp tnsirvmtnt contamvMttd wttft Wood of tn vtfoettd patitnt Tha ntk 
to HCWt of acQuinng HTLV'N/UM/ mffCl«n m th« wOi^pUct has boon tvttuaitd m Mvtrti 
«iud«ts in ftvt Mpomt atudi^ v total of 1 4f 8 HCwi htvt boon tttttd tor tntibodv to 
HTLV-NI/LA/ inltwoo«ttfd<o« 066 <A4 S%) of th« HCws Kad diroei portntarat <ntodltsi<i( or 
Cut) or mwcoui mtmbionff oipotwro to potionu wuh AIDS or HliW-m/lfi/ mfcetion Mo«! of 
thrnt nrwMTn «vort to Wood rathtr tn«n to othtr body (iu*di Nona of th« HCws whose mi* 
tiai serologic lasts «««ft noo'^*** dovaloptd subsaQutnt ovidtnca of HTlV'U'LAV atta.lion 
following thoif aipootm Twtnty-ots hCws m thtsa fivt studits wtrc Mropositiva whan 
(■rtt tatttd oU but ttHot of tftota pofoons bolongad to groupi racogniiad to bt at mcraasad 
nal for AtDS I f 5 > Smca em was toittd anonymousty apidtmioiogic mf orrrMiion was avaiia* 
bit on onty two of thoM Itwoo aoropositrvf HCWt Although tht«a two HCws wtra rapontd 
•> probabit oceupotionaly rolstad HTlV*H/tAlk/ «tftction {15.16) noithtr had a protiPOtura 
Aor an aarly posttspoowrt oonim avmp^ tvoilobtt to hotp dtltrmnt tht ontat of mfaeiion 
Ont cait raponod from Englond dt ac ribts a nunt who toroconvtnai foUowmg tn accidtntti 
partntarsi fljipoa4M la a noodit eontonwutod vrilh Wood from an AIDS pttitnt ( ; 7 1 

in ipita of tht ostfunoly low ns* of tnntfnittion of HTLV-ll/LAV mfaction ovan whtn 
nttdltsticli vyifiio sceur. mort tmphtlit mutt bt gnnn to prtcautionf targtttd to prtvtnt 
nttdltst«li Ihiunoa m NCWa coring tor tny pttitm. tmca such contmut to occir tvtn 

d4jnng iho eoft of poutntt «^ art known to bt infteiod with HXL\f*W\Ji/ 

ruraiflln to n oawi l aomilattton of HTlV-tU/UV infoction by HCws in tht work 
Pteeo Thott pneoutioni fVpmtm pnidtnt procttcas thot apply to prtvtntmg trtnsmitsion 
of HTLV-m/UV tnd oihor Woodbomo mfactions tnd should bt uttd routmtiy {18] 
. 1 Shtrp ntmt Cnotdlts actlpol Modts. and othtr thtrp mtrumanu) should bt cons<d- 
arad n poiontaNy mftcttvt and bt hondiad with aitraordmary ctra to pravtnt tecidtn- 
tal mjurits 

2 DisPOsabit aynngtt and nttdltl. scatpai Wadtt and olhar iharp itms should bt 
ptaead mto ptmciurt-rasittant contamn locaiad at clott at practical to tht araa m 
whiCh thty wart usad To prtvoni natdMStiCk mjuntt nttdlat should not bt rtcaPPtd 
purposafuliy btnv brofcan ramovad from ditposaWt synngat or oth irwist manipuiatad 
by hand 

3 Whtn tha potsibrirty of oiposuft to Wood or othtr body fluids axistt routinaiy racom* 
mondtd pracautiona should bt foliowad ThtdntiCipattd tiposure mty rtouirt glovct 
alb*^ as m handl*^ ftsms •0«ltd wrth btood or tQutpniani coniaminatad with blood or 
othtr body flmds or may also raouira gowns masks and a«*^ovanngs whtn ptHorm- 
mg procadurot nvolvinB mora axttnsivt contact with Wood or potantiaiiy in1tct«v« 
body flmdt as m aomt dtnial or andooeopie proctduris or pottmontm a«amin«t>on» 
Handi Should be washtd thoroughly tfMj tmmtdiattiy if they accidantaiiy become con- 
tammaied with Wood 

4 To minimise tht notd for tmargency mouth*to-mouih resuscitation mouth Pieces 
rasutciiaiton bags or other wantiiation devicos should be strategically located and 
aveiiaWt for use marets where the rmed for fttuscitaiton i» predictsbie 

5 Pregnant HCWs af« not known to bt at greater nsli of eontrect>ng HTLv<lii/LAy irilec- 
tions than HCws who re not pregnant, however if a HCW develops HTLv*lliiAV in- 
fection durmg pregnancy thk <nfant • at mCftased riSli of infection resulting U^m 
ptrmatai transmission Because of thiS risk pregnant HCVv's should be esptcisDy 4af«<i 
ler with precautions for the pre vanitngH7 V<1II'LAV trsnsmaston 11$) 
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FttcMtieni fOf hCWi iunnf h*mt c»rt o« ptrieni infiel*i with HTLV-lii'lM/ Ptr- 
SOni mffcitd HTIV-HI LAV Ctn bt ••^tiy C»rtO to' m hOmt fnyifonrntnt* Stud « I Of 

f«m.l> mtmb«ri 0* P*UnH mlfCHO wilh HTiV-tll lA^ htvt founq no tviflfnct o» M7LV Ul 
f ^AV trtn«mi|«iOn 10 »OuM whO wtrt noi Miu»l COnt«CII 0^ l^t m^tCltd pKtfntl or 10 cn<lortn 

w•^o Mtrt not It n«k for P4nn«t«1 trmtmnsiort I J} HCWI provid<ng homt Clft t«CC thC tlmt 
rtf k 0* tfin»n>i||»on ot inftctiO« 11 HC Wl •« hOI* iod Othff h«»lth'Cirt Hitingi tiptcitHv 
I* t^crf Irt ncfOitltiCliI or Olhtr Pirtnttrll or muCOul n)tn)t>rinc t>pOlurtl tO b«OOd or Oth«f 

When providing htllth-cirt Itrvict m ihf hOmt to ptrfoni mftcttd wilh HTlV-lirLAV 
* mtlturti ItfTiMt to thOlt uStd m hotpillU ire tppropnrt A| tn tht hoSpitll nttdlCI (howld 

not bt ftClPptd purpOftfutty b«nt broktn r«mOv«C from difPOIlbl* tynngtl or Oth«rwi«C 
minipuiiltd bv h«nd Nttditf ind othtr (hirp ittmf (howld bt pitctd into pwncturt-rttistint 
contitntrt ind dttPO»«d of m iccordii<co with locii rtgu4itten« for toM wifti tlood ind 
otr>tr body fluidi cin bt fluthtd down tht tP*ltt Oth«r ittmi tor ditpoiii thtt irt conttmmiitd 
with olood or Othtr body ftwidt thtt cinnot bt fUfthid down the (o«ttt t^owM bt wripptd 
ttcurtly m I piMliC big tntt it imptrvtOut Ind Sturdy Inot tltily Ptnttrlltd) It thOUld bt 
piictd m I stcond btg btfort btmg ditcirdtd m i minntr coniiittnt with locti rtguHtiont for 
tDiid wittt dupotti Spiiii of blood or oth«f body fiaidi thogid bt citintd with totP md 
wtttr or I hOusthoW dtttrgtnt At m tht hoip*t»l mdividullt citining up tuCh tpiUt ihould 
wtif diiPOtibir glovts a ditinftctini solution or i frtiniy prtptrtd totution of lodium hy. 
pOCMOritl (hOufthOld JItlCh ttt btlOwl thOkM bt utid to wipt thi Irll if ttr citirwng 

pTtciutiont for Providtrt tf prtftatpttil tmtrf incy hoilth cira ProvtOtrt of prthotpf 
ti> tmtrgtncy htilth cirt mcludt tht foliowmg ptrtmtdici tmtrgtncy mtdicil ttchnicitni 
liw tnforconttflt ptrtonntl firtfighttr* MtgiMrdt ind othtrt whOtt job might raquirt tr>tm 
to PrOvidt firtt>rttponsi mtdicil cirt Tht rnk of trinsmittion Cf mftction including HTLV> 
II LAV inftction from mftcttd ptrtons to providtrt of prtnotpitil tmtrgtncy htilth cirt 
Should be r>o hightr thin thtt for hCWS providing tmtrgtncy cirt m tht hotPittt if ippfoprt- 
iti prtciuttoni irt tikin to prtvtnt tiPOturi to Wood or otf>tr body fimdi 

PtOv>09t% of prohotprtll tmtrgtncy htlKh cirt tt\oM foUow iht prtctutiont ogtlmtd 
ibovt *or othtr HCWt No trinsmitsion of hBv mfiction dunny mouth •to^mouth rttuiciti> 
tion hii b«>tn dociimtnttd Howtvtr. btc«uti of ttM thtortttc«t ntk of Mltviry trtntmittion 
of HTLV>ui/UH/ dwrwg motfttt.to -mouth ntutcnation tptpftl itttntion thouU bt jivon to 
tht uM of ditpotttit iirwiy tqwpmtftt or rttutciutton b«gi tnd tt>t wotnng of glovti whtn 
•n contict wtth Wood or othtr body fluidt KMutcitttton tQuipmint ond dtvictt knovm or tuf 
ptcttd to bt conttmtntttd with blood or othtr body fimdt ihoutd bt uttd onct tnd tf«pottd 
of or bt thof Oughiy citintd ind diunf tcttd itttr ttch uM 

MMitftrntm of ptnntirpi wid mucous mtmbrwtt tipotufM if HCwt H • hCW hit 
I Ptrtntirol (tg notdltsttcit or cut) or mucous mtmbrtnt <tg^ spttsh to tht tyt or mouth) 
iiposurt to blood Of othtf body flwds tht touret pttitnt ShOuW bt isMSstd clmictlly ind 
tptdtmiiiiogiciliv to dittrmmt tht Miibhood of HTLV-Rt'OV mftctton H tht isstssmtnt 
Suggisti thtt mftctiOn mty tiist. ttn patwnt should bt i^.rormtd of tht tnciOtnt and rtdutst> 
td to coftstnt to strotogic tistmg for tvidtnct of HTLV-m/OV mfiction H tht sourct pititnt 
hts AIDS Of othtf tvidtnct of HTLV>W/1>V mftction tftcimtt ttstmg or hii i positivt ttst 
Iht hCw should bt tvlKiattd chfMC«lly tnd sirOlogiciHv for tvidtnct of HTLV-IN/LM^ nf«c- 
tion II loort ts potsiWt iftt* tht tKpotuft tnd. if strontgittvt rattsttd ittir 6 wttks tnd 
on I ptnodic btsit thtrtsfttr (t g . 3. 6 tnd 12 months foUowmg uposurt) to dtttrmini if 
trinimiision hii occurrtd Durmg thn foliow>up ptnod ts-wcitlly tht fint 6-1 2 wotki 
whtn most mftcttd ptoons trt iiptcttd to stroconvtt tipoitd HCWi Should rtctivt 
CDunstlmg about tht risk of mftctiOn tnd follow U S Public Htiith Strvict IPnS) rtcommtn* 
dfttioni fof prtvtntmg trtntmiSLun of AIDS {20 2 M If tht sourct pititni is strof^gitivt md 
hii no othtf tvidtrict of HTLV>ill'LAV nftction no funhtr follow-up of tht hCW is ntctt* 
siry H tht sourct pttitnt cinnot bt idtntifitd dtcision', rtgsrdmg sppropnttt follow-up 
should bt mdividusiizid bsste on tht typt of tiposurt inc tht bktlihood thtt tht SOurCt pt* 
twnt wii mftcttd 

Strologic totting of pttunts Routint strologic ttstmg of ill patitnti for antibody to 
hTLVHII lav is not ricommindtd to prtvtnt trtntmiinon of HTLV«III/LAV mftcttOn m tht 
workPisct fttsults of Such ttstmg trt unliktly to furthtr rtduct tht nsk of trintmission 
whiCh tvtn With documtntit, •^tdltsticks. >l llrildy ittrtmtly low Furthtrmorl \ t rif k of 
ntidiritick tnd othtr psftnttrsi tiposuris coutd t>t ftductd by tmphmjing tnd mort con. 
siSttntiy impitmintmg routintiy rtcommtndtd mftction-coniroi prtciutioni it g not rectP 
ping nttoits) MortOvtr rtiuiti of rouimt stroiogic testing would not be ivsiisb<t lo' 
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•mtfgtncY ctMi And P«i«tnu with thoft Itngihi of nay tnd tddiiion*! itiii to tttttmin* 
wHtthfr • pMil'VI «vli • Irw* CK f«tM pOSilivt wOuld t>t riQuirtd <n poPuilliOnk with • 
IO«v pftvi»»nct of mficiion Ho«vlv«r this r«comm«ndit»on t bastd onJy on con*itftrSl«ni 
of 0CCuplliOn«l ntks tnd ihOwld not 0« conitrwMI Ik • rtcom.ntndttion igitfik! other (MS of 
ihf siroiogic iisi iuch is lor diignoM •r to ItcihtiN m«diC4> mantgtm«nt of piiMnU 
Since Ihf •iPiritnef wtlh mficild ptiitnll vinti »ubiUnii«HY tmong hOtpit«ls (75V offfU 
AIDS CMtt '^•vt b*tfi rtponid br only 280 of more thin 6 QOO •Culf'Cirt hoip)t«>t*^ 
irtt Uniitd Stiiesl. ftomt hosptiiii >n ctrttm gtogrtpNc trtti mty dttm ii •ppropniiifio 
I nrtmt serologic itsimg of patMntt 

TRANSMISSION FROM HEALTH-CARE WORKERS TO PATIENTS 

%9k of trsnimiisien af HTI.V>III/L.4i^ inftclion fr«m HCWt 10 p«li«nU Anhowg^ thtrt 
4 no tvid«nct HCWs mftcild with HTLV.|ti1>V hivf lf«n»min*d mftciior to pliitntk • 
nik of lr*ntmiS»»on of HTLV.OI L>V mtKtion from HCWl to pcMnll wOu'd tuil m iiiulltonk 
whtrt th*r» it bOX*^ (II • *ugt\ digrtt of ir*uma to Iht p«l«tnl Ihll «vo«ild Providt • ponil of 
• ntry for iht vtrut (t g dunng mvlSivl procidurci} ind (2) •ccfSl of blood or rirout flwid 
from thl mfVCltd HCW to thi oP«n tiStwf of • pitMnt tt could OCCur if t^e HCW iuttlink • 
nc«dlc»liCli or se*lp«l miury dunng m invisivt proctdurt HCWi known to bt mfictld with 
HTLV'lli'LAV who do not Perform mvlkivl PrOZIdurll n««d not bc rfklnCltd frOm «vOrk 
unltkS I'tly hivt Ividtnct of Ot^er tnftCliOn or ilinist for whiCh iny HCW »hould bt r«»tnCt- 
•d WhtlH«r tddiltonii rtsiriCfiOni Ire indiCllld for HCWI who pffffOrm mvlkivl proctOurtk 
IS currtnitY b«ing coniidlrld 

Prtctuliont to privani 1r»nimi»ion of HTLv-tM/LAl^ tnficlion from hCW» to pi 
%tmnx% Th«M prtCJulK>ns opply 10 III HCW» rtg»rd)f» of wntir^Or thty pffflOrm invigivc 
procedurtk IW All hCWS OhOwld w»r glovtl fOr dirlCI COnilCI with muCOuk mtmbrthtt or 
noniniict tkm of ill Ptlrtnis ond (21 HCW» who hivt CiwMlivt Ititons 9t wtiprftg d«miivitit 
thould rtfrttn from ill dirtci piMni cirt ortd from hlftdhng patttni<c«rt tQMipmint until tht 
condition rvtoivtt 

Mtntpcmtnt ml Mr*n10r«l and mucoul mOfnbrtni oxPosurM of patltnu H • Ottitnt 
hOS • p«rtnitril or mucous membrtnt tKposurt to btood or othfr bodr f>u*d» of • HCW tht 
p«lient th&uld be mfemMtf of tht mcidtnt tnd tht stmt proctdurt outlintd tbovt for txpo- 
turt» of hC w» to patitflu theuid bt loliowtd for both u,^ \omz» hCw tnd tht pottntitliy tii< 
POttd ptti«nl l^ntgtmtnt of this typt of tgposurt will tddrtittd m mort dtttil m tht 
rtcomm«fidtti«ft< for HCWi who ptHomi mvtsivt proctdurtk 

S«rO(pf«c IMting •! HCWt Rowtmt ttrologiC ttitmg of HCWi who do not ptHorm mvt- 
•ivt procadurts bneiuding providtrs of homt tnd Prthotpittl tmtrgtnCy ctrt) it not rtcom. 
mondtd to prtvtnt tranimittion of HTlV'III'LAV mftction Tht nsk of trtngmiskion r« ts- 
trtmtly low tnd ctn be funh«r mmimixtd w^tn rOJtmtlv rtccumtndtd inftction<control prt* 
ctutiOni trt fonowtd Howtvtr ttroiogiC tttttng t^tOuld bt tvtiltbif to HCWs w^o mty with 
to know thoir HTLV-UIIAIi/ iftftction ttttuk Whtthtr mdiCttions txist for ttroiogiC ttktmg of 
HC W» who ptrfonn mvtSivt proctdurts is Currtntly btmg eonsidtrtd 

Risk of •ccwpttiontt scquitltion •! othtr inftetiowt iitttttt by hCws infodtd with 
HTLV'Ul/lAV HCWS who tr« knOwn to DC inftcttd wUh HTLV.III LAV tnd whO hfivc deftc 
tivt immunt sytttmt trt tt mcrttstd nsk of tCQutnng or txptntncmg ttnOus complications 
of cthtr tnftcttoos disttsts Of particular conctm iS th| nsk of stvtrt inftct*o^ following 
tiPosurfl to pttitnts with mftcttous diSttsas thtt trt atSily trtnsmmtd rf tppropritteprtctu* 
tions trt not ttktn It g tuberculosis} HCWs mftctad with HTLV-UriAv should t>c counstitd 
about Iht pottntitt nsk tSSOCitttd with ttiktng cart of pttiants wlt^ trtnsmiSSibIc mltctionj 
tnd Should continue to follow anstmg rtcommenattions for mftciion control ID mmimiZt 
thtir nsk of tsposurt toothtr mftctious tgents < r& ^9} Tht HCWi persons' phvsiCitn(s) m 
conjunction with their mstttutions' personnel hetith ttrvicts or mtdict< directors should 
determine on an mdivi^ut' btsis wrhtthtf the mftctcd HCWs ctn tdtauittiy and stfc>y ptr- 
form ptt»tnt-ctre duties tnd suggest Chtnges m wOik tsstgnmtntt if indiCtted In mtliinc 
this dtltrmmation racommtndttior>t of the ImmuniZStiOn Prtctices Advisory Commince tnc 
institutional policies conctmmg reQutrtmtnts for vaccinttmg hCWs w•t^ tivfvirus vtccipe' 
thoutd tiso be considered 

STERILIZATION DISINFECTION. HOUSEKEEPING. AND WASTE DISPOSAL TO PRE 
VENT TRANSMISSION OF HTLV-tll/LAV 

Sttnlaationend d'Smfection procedures currently recommended lO' use 122 23) mheeuh 
care end dente* fecihties ere edequete tc steniize O' disinfect instruments devices or otrii 
Items contammeted with the biDDd O' rther body fluids from mdiviou^ s infected with HTiv.ii 
LAV instruments 0' Other nondisposipie iternS triet ente' normaii> ste'iie tiSSue o^ trie viscu! 
Sv»tem Of throuj ^ whiCh plOOC flOwS »hOui2 be iXttu led DelOre reuse Surg CI inSt'u'»>e'> 
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ultC on til PtlHrnii thOk^d b« atCOntfTfinAtta lltti utt ril^f I'^l'^ tult nnltC •"•t^ wa\9t 
OtCOnttnMnatiOn ctn bt tCCOmO*ilhfd by mtC'^mt 0< bV '^•nO Ottmng by IrtintC ptriOAntl 
wtr>n9 •DproP'olt proitcfv* ttttrt (^^> ftnd m"^ •ppreprtatt ch«miCti ecrm.cidti >ntiru- 
^ mtnu Of oihtr nonditPOttM »t^m» thit towch mtict mueo«» m«nb<»ftti thcww rtct'vt high. 

Kvtl ditinftction 

St vtr«i bQwfd chf mtcat gtrmieidM commonly u«»d in i«bO<itonti .:nd ht•ll^•c•rt ftciiinti 
ha«t b«tn thown to M HTLV'III lAU ft eorcifttrttioni much tewtr th«n irt uitd m prtctict 
(251 Whtn 0«conuminitino mtirumtntt or m»diC«< OtviCti i^tmictt Q«rmiCiOt« thtt 
rfBrttt'td «vi<h and IPP^Ovta by tht US Enwtronmtnti: PrOltCt«on AQtnCy (E^AI tt "tttd* 
« l«nt« ct,'> bt uttd t*ihtr lor titrihzttion oi for hiQh.itvti ditin<tct>on dtpendino on contact. 

timt QtrmiCtOti thtt trt tpprovtd lor utt » 'hmpitti dit«nftct»nti~ tm* art mvcobacttri' 
cidai «vh«n uttd at appropnatt ditutiont ctn tHo ut wttd tor hiQh^tvtt ditm^tctton of 
otvtctt and mstrumtntt CtrmiCidtt that art mvcob»cttnciot< trt priftrrtd btctutt mvco* 
b«cttrta rtprtttnt ont of tht mott rttittant QTO%tp% of microorpanwmt thtftfort gtrmiciati 
that art tfftctivt tQtmtt mvcobacttria trt tito tfftct<vt tgtinit othtr bacttnat tnd virti 
Ptrhogtnt Wntn Chtmietl ^trmiCiOtt art Uttd M«*rumtf>U or dtvictt to bt tttnlitod or dil* 
tnftcttd thoutd bt thereuQhiv citantd btfert tipotwrt to tht f«rm<ciOt tr>d tht mtnuf tctur< 
t' I intt ructions fo; utt of tht ptrmiciot thowtd bt foHOwod 

Laundry and dithwtthing cycltl commorMy uttd tn hotpitait art tdtOuttt to Otcontam>« 
natt tintnt dithti gtattwtrt and uttf>ti» Wh«h clttmrtQ ti>vtforwrtf>tai turltcti houtt* 
ktt^ing proctdurtt commonly uttd m hotP'talt art tdtquttt. turlacti tipottd to btood 
and body fKiiOi tnouid bt citantd with a Ottcrgtr>i foNow«d by dtconttmmation utrng an 
E*A •approved hotpit^i ditinfactan; that it mycobacttriCidai tndtviduait ctttnirtg up tuch 
tp<<ii ihoute wttr Oitpotabtf Qtovtt information on tptcific >ab«i cttrmt of comm«rciti ^tr- 
miC'dtt can bt obttmod by wnting to tht Oitmftctafttt Irtnch Offict of NtliCiOtt Environ. , 
mtntt> Prottction ApOftcy 401 M Strt«t. S W . WtthMQton D C . 30460 

Irt idition to netpiiat ditmftctanu. a frtthiy prtparod toMion of todiwm hypochlontt 
(hout« KHi W«aehi « an Mtotoontivt tnd vary tfftctivt ptfmtcm* 125 1 Conctntrttiont rtno< 
inQ from S 000 PP*n U 1 10 dilution of hotftthoid btttch) to SOO ppm la 1 1 00 dttutionl 
lodium hypochlontt trt tfltct'vf dtptndmg en tht amount of orfantc mittf>«i It g Wood 
mucus ttc ) prM«nt on tht turftct to bt citanod tnd dwntfocttd 

Shtrp itomt thewld bt contid«rad tt pettntitNy mftetwa tnd thouW bt hartdltd tnd dit- 
pottd of with tmraordmorv cort to pnvtnt '-.cidtnui mfurttt Othor pottntialy mftetiva 
wattt tho«M bt cenuintd t"^ trttiaponta m c< iy idontifir mptrviows plwM bags H tht 
outtidt cf tht bae « cemammattd with wood or othff body di. t Mcond outor bag should 
bt uttd Rtcommondod prMUcts for ditpost) of mftctr^f itt {2 3) trt tdtquatt for dit* 
post! of wtstt contam^tattd by HTLV-ni/Ub' Wood tno «mof body fkndt may bt eartfuHy 
pourad do«vn a dram conrttcttd to i tarwtary tawtr 
CONSIDIHATIONS MLlVANT TO OTHER WORK EM 

^tfttnot'ttrvict wortttra t^$Wt) PSws trt dtfmod tl mdiwdvals whott occupations 
•nvoivt ciott ptrtonat conttct with cl^nu It « . hair«ro«stf« barbon. tsthtttcunt cosmt* 
toloQittt momcunsu podicunsu masaagt thtrtp«ta) PSws whoM wrvwis kattootng ttr 
pitrcir^O acuPijncturt ttc ) raquirt r^dits or othtr irutrumtnts that ptnttratt tht skm 
shoutd fellow procautions mdica'td for HCws Although thtrt t no tvidtntt of trtnsmisnon 
of HTLV-fli/LAI^ from cktnti to PSws. from PSws to clMnts or bttwrttn ei«nts of PSws k 
ntk of transmission would tiitt from pSwi to Ci«nts tnd vict vtru m ututtions whtrt thtrt 
II both (t) trauma to ont of tht mdnndwati thtt would provida t portal of tntry to^ tht virus 
and (2) acctsi of Wood or strous flmd from ont mftcttd ptnon to tht opan tiSlut of tht 
othtr ts could occur if tithtr susttmod a cut A nsk of trtnimttsion from eiitnt to cbont ttiSts 
whtn mstrumtntt contaminattd with Wood trt ftot sttnliitd or ditmitcttd btiwttn clianti 
Howavar HIV transmission has boon documonttd only ftraiy m ac puncturt tar pitrcing 
tnd tattoo astabliShm«nts %nC ntv«r m othtr porsonai-strvict sattings. irtdtcating that any 
risk for HTLV'KI^LAV trtnsir.isSion in ptftonal*»«rviCt ttttmOS must bt tctrtmtty low 

All PSws Should bt tducattd tboui transmission of Woodborrit inftctions mcludtng 
HTLV>IU/LAl^ and hBv Such tdu^tion Should tmPhtsiit prwciplts of good hygitnt antistp> 
sis tnd dismftction This tductt'on can bt accomplishtd by rational or statt proftsnonal • 
ganixations wtth tssisttnct from statt tnd locti htatth dtpartmtnts using Itcturci at matt* 
mgs or stif'instructionti mattntli Lictniurt rtquirtmtnts Should mciudt tvidanct of such 
tducttion hltrumtnti thtt tra mttndtd to ptnatrttt tht skm It g tattoomg tnd acupuncturt 
nttditi ttr pitrcmg dtvictil Should bt uttd O'^'^.t tnd dnrostd of or bt thoroughly cktntd 
and sttnltxtd afttr tach ust ulin^ PrOCtdurts rtcommtndtd for uit m httlth*cart initctu> 
t'Ont tnitrumtnti noi mtandtd to ptnttratt tht ikm but which may btcomt conttmtnattd 
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WlT^ Mooa l« B razors' IhOulO bt Ultd tor Only orvt Cbtnt InO bt OilpOltC oi Of IhOrOuQniv 
eitancC »nO <9ilir>ltcita atitr wtt ulmg proctOurti rtconimtndta to' w*t in ht•■l^ frt inil< 
tuliOni Any PSW with tiudaiiwt («liOr>l or wttpmfi dtfmtlilil rtgard^cii of HTLV-lll lAV m- 
ftcnen itatut ihouid rttriir from dirtct eontict wtn cti«r>ti until mt con0itior> rtioivti 
PSws knomn to M in1'":it0 with HTlV-Rt'lAV nttd rvot bt rcttncitd from wori unl«ii thty 
hivt twidtr>c« of oihtr mltciiO^i or t4irvtti«i for whtch any PSW Should tlto bt rtitnctttf 

ROutir>t ttrologic Itlimg Of PSWl fOr ar>tibO0y to HTLV«tlt/lAV it not rtCOmmtr>e« «o 
prtvtm tranimillion from PSWi to c««tnii 

food ItrviCt worktrs (FSWil FSWl trc d*f«n«a as individuail whOtt OCCupaiiortt 
voivi iht prtptraiion orttrvir>s of food 0' btwtragtt <r B cooki eaitrtrs itrvan wa*tof« 
baritndtrs airiir>c aiitr^daniil All tP*dtmiOiOfiiC ano itboraiory tvidtrict mdtcatai that biood- 
bOmt §nC ttaually iranimitiad inftCliOr>l art nol irtnimrtif d dunr>g Iht prtptraiion or Itrvir^g 
Of (000 or btwtraotl and no mtunctl of HBv or MTlV^NI/lAV trar>fm«tior> havf b«ir> dOCu* 
mtnitd m thil ittimg 

All fSwi Should follow rtcommandad iiar>dtrdi and practical of good ptrsonai hygiana 
•nd (ood tarHiatiori (201 All FSw> Should aitrciM cart 10 avoid mtwry to hands wtitn prtpar- 
ing food Showid such an miury occur both aasihtiic and MnuarY considtraiions would dictatt 
lha: food coniaminattd with b»ood bt discardtd rSws known to bt « ftciad with HTlV'lll 
LAV ntcd not be rtsincitd from work untess ihty htvt 8vmtr>ct of 0<htrmltcti0r> or illnt>s for 
whiCh any FSw Should ^iso bt rastncitd 

l^outtnt strologic itsimg of FSws for ar>libOdy to HTLV QI'LAV i« not rtcommandtd 10 
priwcni distasc iransmissipn from FSws I' consumars 

Othar warkart ahanng tha aamt wodi tnvirvnmtni No known ntk of irai^tmission to 
cO'tvOrlitrt clitnis or consumtrs tiisis from HTlV.ni'LA!^<mftcitd wOrktrs in othtr stnmgs 
ic g offiCts schools factonts construction sitas' This ^faction is spread by sasuai contact 
with inftctad otrtons mtection of coniaminatad blood or blood proc u ar>d by ptnnatal 
transmission Workart knowr^ to bt tntactad with HTLV<Ma>W ahouM i bt rfstr>cttd from 
work solt'v bastd on this fiding Mortovtr thty should not bt rtstnetad f m usirtg ttlt< 
phonts offict tQuipmcnt toiifts thowtrs tatmg faolitits and wkttr louniair>< EQuipmtr^t 
c ontaminattd with blood or othtr body flu*ds •f ar>v workar rofiarditss of MTLV-HI 'LAV «ftc- 
tion status Should bt claanod with soap and wattr or a dattrpant A dismfactani solution or a 
frtsh solution of sodium hywchlentt IheutthOHl btaach, aaa abovt) shouM bt utad to wipt 
Iht arta afttr citaning 
OTHCM ISSUES IN THE WORKPLACE 

Tnt information and rtcommandations containtd « this documtr>t do rtot addrtss all tht 
pottntiai issuts mat may nawt to bt eoruidtrtd whtr> makirtg sPtctfic tmpioymtr>t dtcisions 
for ptrtons with MTLV-tJI/t*)/ fffaction Tht d(acr>osi« o1 MTLV^Itl/LAv mttction msy tvokt 
unwarranttd ftar and suspicion m soma co*worktrs Othtr issues that may bt considtrtd in- 
cludt the rMtd for confidtntialitv appbcabtt federal aiatt or local laws govtmtng oceupa* 
tion«i safety and health Ciwil ngnts of emplovtes workers eompensatioh laws provisions oi 
colitcttvc bargaining agreements confidentiality of medic^ records tniormcd consent em« 
piovtr and patient privacy nghts and emPtoytt rtght'iO'know statutes 
DEVELOPMENT OF THESE RECOMMENDATIONS 

T•^r information and recommendanpfti contained m these recommendations wt t dcvei* 
o&td and compiled by CDC tnd other PHS agencies tn consultation with individuals r present* 
ing various organizattoni The foliowirtg organizations were represented Associatio ?1 State 
rtd TemtortLi Health OtfiCiafi Conferenct of State anJ Temtonai Epidemiologists Associa* 
t<on of Statr and Territorial Public Health Laboratory Director Nat<ona' Association ol 
Cou'>tv Health Officials Amencan hospital Association Untted Stites Conference of loca' 
Health Otfictrt Association for Practitioners in infection Control Socitty of Hospita> Epidtm- 
oiogiiti o' America Amenctn Dental Association Amtncan MCdica' Association Amencan 
Nurses Association American Association of Medtcti Colleges American Association of 
Denta' Schoois National Institutes of Health Food and Drug Admmiitraiion Food Research 
Institute Kationa: Restiurani Association Nattc^ai Hairdressers and Co&mctoiogtsts Associt 
tion Kit<onai Cay Task Force Na'ionai Funeral Directors and Moritciani Assoc«ation .Amen* 
can Aiiocaiior^ of Physicians for Human Rights and Kationai Association of Emergency 
l^ed'cai TechriCians The consultants also mdudce a labo' umon reo'escnutive an sttpmcv 
a corporate mvd>eai director and a pat^>oiogisi Hoi^'Cver these recommenoiiioni may »o\ re- 
flect the ^^f^^^ of individual cons iiianis or the organizations thc^ rcPreser^iee 
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t CZZ Acau^M •fnmun* •tl<itner •vner««nf lAtOS' practyitom (Or ci^c«i ano i«oor««ofv 

MMWM 1tl3 31 S77.I0 
2 CDC AcQwrttf »nmiina«tl<itnCY (AtOSi P'tctuttent f«««>th«c«rB ••Ot'ftt'l tno ^HfVfl 

P'OUtfo^ii MMWM >fl3 )2 tio-y 

i CDC [Oycai«ef> ana foilt' cart of chitdrtn mltclMl wil^ Ku*n«n T-ivmohpifOP«C viryt lyot » 

iymc^ietn«ptl*<r'«««»Cia<«0 virwt MMWH If IS 34 $17 2t 
* CDC fltvi|<on of thf cait •tfiMiion •! acOwMca immtinoo«(>citncr trntfromt 'o' nat>ont< 

rtponf^g-Lmitae StatM MM«^ 3« 373 S 
S CDC ACi^ r«cemm«f(0«iient for prottciien •ftftst »>r»l hapatitit MM<^K HIS 34 313 24 

321035 

t Hcot«' SC Ooto IL Mtfnt JC •< •< Occwoa<>«n«i n«k of h«patiii> I mftetion m Kotpiui ••o'^tn 

mUct Control HIS 6 24.31 
7 D>«r)t<tg A DM OccKP«<«on«i aipoti/r* 10 htpatitit I vcyt m Kfftpttai p«rtoAn«i inf«cii««« 0r 

immynuaiion' Arr J [p«a«fniel If 12 1 tS 21 31 
I ^ailiton CP Marrtf r0 ••rtyiit KM tt «. ip4MfliM0l0f v af tfPfiiM I m noaptUi p«rtonn«i Arr. J 

Cp>0*m«o) 1 171 (01 Sl-M 
9 Kant MA Ltnay » Tr»ntm««a«n o* N|V frvm Mnui par««nMl ta pa'«flla JAOA HIS 11 0 

634.6 

10 Haoiar SC Son«v OL Acrtt KM ft ai An •wtferMk sf hapatiita I « a («»r«tai pracitca Aaa Intant 
Mco H|1 IS 1331 

1 1 Ca*' M liakty DL 'rartctt 0* Marnar« Jt miarruptiofi of Kapatim I iraf^mnaiort fev modification 
0' ■ gynaasoios'tl t ayrgicat tachrwQwt Lartctt 1 112 i 731 3 

12 Staf ll Wri|hl [C ZrfnmcrmanHJ at al ^VM I f^pam«t tfltr noadtMKk atpetyrt prtvpntton 
Miin r«apai>i*t I •mmurta iiebwlm Ann Iniifn Mm 1|7| II 2I|.|3 

I 3 Craov Lat >A Princa AM at ai Napatittt I mmuna flo^iArt for accidanui tKpotwrtt among 

maOic«i parienntt Tmai rtpon Of a muiiicania' cantr*Na« inal jinftctOia 197| 131 625 31 
' 4 Sntkata T Karatawa T Aba K. at al NapatiM I a a w ifaw aM nfacirrriY at ttaoatiut • virui j infact 
D>a 1177 13ftl7l.| 

II CDC Updata traiuatiOA of hufnan Tiiytwyhair^pic mm tvpt ■fl»w»>»<awopaW»vat»»c«aia< 
»«rw» iAitclion M •««ailh.eart »ananno(-Uniiad StaiM MMM/M Ills 34 S7S'I 

1 6 Wfitt Sm SaiNifar wC Machimat D at ai MTLV«ll mf action amettf haafth cart «*ortafi atfocta* 
iiOn«HtKnM«i«.«t«kifi|wnM jAMAlflf 214 20I*'I3 

1 7 Anprtympyt Naa4iatiick franiffMauoff pt KTLV>ii from a Mtiom niactad m Afnea l^neat 
1114 I, 1371.7 

i| Carftar J5 Simmaiu tP 6*06tkn$ far «eiai«n »i«eauMfw m hocpitaif bitact Comrti i||3 * 

24S.325 

It w..ita«n« Cw«airftt f or nf acnon CPnt/aJ « Kotprul paftannal bilact C««Mr«t 1 113,4 32 l>4l 

20 CDC Pr»waflii«ft pt acawratf MwntM mIic^acv aynerpma UUQS) fapon of mar^afancr focom* 
m«r«aatio<w MMWK 1113 32 101*3 

2 1 CDC PrDwi«««iar PubM Noaitn >anwca «^ar<afanev foewnfftanflaMna f«f acaanMif #onaia« •toed 
9t*9 piaama far anbhadv l* iha vwua caya«i| acwuratf www w dafCKWCy ayncroma MMWM 
1IBS 34 l.| 

22 'avtro MS Staniiiation d<a<«tfa€iMm. and amiaapM m tha hoapnal in Manual af CWMcai Miem»ia'' 
ofiy 4tKto MnahmQton Df Amancan Seoaty <ar M<creb«i*f r 1II5,12I'37 

23 CamarjS ^avaro M$ Guiu h for handwathn and hatpnat anwranwia m pl contrpl 1111 Allan. 
taGadfgii Canian f or D«taaa« Cenvol. 1 1IS PuMcauonna 11-1 u 7 

24 Kn««dtar jA Deogt Ch Nnoparatnra pationt cart ieiton tiaehwafl SoomrTic f wbtKaitom 1 113 
2tO-i 

25 Martir< LS McDovgal JS letkpii) SL (>«infaeiion and Aactmation pf ma Kyman T*lvfnphoirDO< 
virv> lypawiympnaoaftopaihyaaaociaiad virua J Infaei Dit 1 1(5 *'2 400*3 

26 Fooe Sarvtca Samtaiten Manual 117ft DHEW ptAbeauon no (^L^ 7I<20I1 ^irtt ermiKw 
1171 
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Ut OCMRTMDfT or »<MTH AND HUMAN l»WICtt 
PURIC»€AiTNI0IVICt 

fram MMWn. Mty 22. IW. Vol. 3t. No. 1«. pp. 2W.a» 



Update: Human hnmunodaflciancy VIntt kifactloni 
In Haalth-Cara Wofhaw Expoaad to Mood of Infactad Patlantt 

Six fMrton* who provided hwHh cart to pttiwitt with hum»« im.niinod«hc»«»»cy vrnit 
MV) mftctiofl »nd who dmd «th«r risk ftetort hwt prwrtourty bMn /«poiiMl to hrrt HW 
mfvction Four of thMt MMt folo%wJ n«««t-ttick ixpowirM to Wood froffl pitiwitt mfoclwl 
wtthHWO^) ThotwotdditlonrtcwwInvohrodpwmwhoprovWwIiwilnpctfttopw. 
•orawrthHIVinfM:tion Ahhoooh ntHhoi of thoM two pw»oni tuttiio^l oo^lto ttKA lofwoot. 
both hwl MtMim cootict with blood or body IWds of th«lof«cttd pttiwt, tnd n«ith«r ob- 
Mrvod routmtly rtcoffNTMndod btmfr prKwtioiw (5,6 ) 

COC hM rMoivod rtporU of WV inftction w thrto •ddrtwnil ho«lth-c»r« worltan foio:*mg 
fN)n-nMdlt-ttick •xpOMTM to Wood from wfoct^d pttionts Tho txpoturM occurrod dufing 
t9S6 « thTM difforMi gMQrapMc mt Although thMO thrtt ciMt r»proMr»t rtrt tvtntt. 
thoy rMmi)hMi2t tho rm6 for hMHh-ctrt workon to •dhort rigorouttv to ixitting mftctwfl 
control r»co*iH««id«tioi» for iwoirnaiOQlhoritk of ixpowrf to blood and body fMdi of 

»M:ffCwo WoilWf 1 : A f«nal« hMHh-cwv worktr Mtlttirtg with art gntuccnttfiri 
twnot to M««1 an artml c«th«ar « • patiwrt auffanng • carditc arrttt w m tmwBWcy room 
■ppliod pnisuro to tha intoftion slta to ttop tho bte^dmg Dunog th« procadura. tha may 
hava had • tmall amount of Wood on har tndax fingar for about 20 minutat bafora waihmg 
harhanda Aftarwardt, »ha may alto hava aaa«tad In daaomg tha room but did not racall af*y 
othtraxpoturaatothapatiant'tWoodorbodyfluidt Sha had no opan woundt. but har handt 
wtra chappad Although tha ofttn wort gtovaa whan antictpating axpotura to Wood, tha wtt 
not waanng glovaa dunng thit mcMant 

T ha patJant with tha caidiac trraat diad A pottmonam axammation idantrfiad Pfmrnocy*' 
tacsnmt pnaunwwa. and a Wood lafnpla waa potithra for HW antibody by aniyn^a irnmuno^ 
attay CEIA) and Wattim Wot mathodt Twanty dayt aftar tha madant, tha haatth^ara 
workar bacama iN with favar, myalgia, axtrtma fatigua. aora throat, nauaaa. vomiting, dwrrhta. 
a 1 4 pound waight low, and ganaralaad lymphadanopathy which har physioan diagnotad ai 
t viral ayndroma That *natt Ittttd 3 waakt Sha fait much battar 9 waakt aftar tha mcidant. 
tnd, whan iha wat axammad » monlht aftar tha incidant. aN aignt and tymptomt had ra- 
tolv^ Sha had donatad Wood » months bafora tha incidant and wat nagativa for HIV anti- 
bod^ EJ' Sha donatad agam t6 waakt aftar tha mcidant and was potihva for HIV by EIA 
and Wat*sm Wot (bandt p24 and gp4 1» Sarum tamplat obtainad 20 and 23 waakt aftar tha 
incidant wtrt alto potrtiva for HIV antibody Sha ttatad that for ovar 8 yaara har only taxual 
partnar had baan har hutband who daniad ntk factort for WV and wat taronagativa for HIV 
antibody Sha daniad avar racatvmg a Wood trantfution. avar using mtravanout dnigt. or 
having any naadia ttickt or othar tignihcant axpoturat to Wood or body fkadt in tha past 8 
yaara Har sarologic tast for typhiht wat nagativa Fiftaan otHar tmployaat who attntad m 
tha cara of tha pattant Mara taronagativa at laatt 4 months aftar tha axpotura 

Hoalth-Cara Woikar 2: A famtia phlabotomitt wat filUhg a tO ml vacuum Wood collac- 
tMW tuba with Wood from an outpatiant with a tutpactad HIV mfaction whan tha top of tha 
tuba flaw off and Wood tplattarad around tha room, on har faca. and m har mouth Sha wat 
vaanng glovat to protact har handt and wat waanng ayagltttat so tha did not think tha got 
any Wood m har ayas Sha had facial acnt but no opan woundt Sha wathad tha Wood off im. 
madiataly aftar tha axpoaura Tha outpttiant't Wood tampla wat posttiva for HIV antibody by 
EIA and Wasttm Wot and a hapatitit B turfaca antigan tast wat nagativa Tha phlabotomitt't 
EIA wat nagativa tha day aftar tha mcidant and again 6 waakt latar Whan tha donatad Wood 
9 montht aftar tha axposura. sha was posrtiva for HIV antibody by EIA and Wattam Wot 
(bandt p24 and gp4t) Sha hat had no tymptomt Sha daniad having any taxual contact 
dunng tha praviout 2 yaart, avar uamg drugt mtrtvanously. or avar racaiving a transfuaion 
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Two month! »Hm th« incid«nt •)>• icntch«d th« back of h«r hand witn a nttdl* utad to 
draw t'TOd from an mtravanout drug abuaar of unknown WV-antibodv ttatua Sha did not 
Waad as a raault of tha acratch and hat not had any naadta-itiek n^unaa m ovar 2 yaan Har 
aafoto^ie taatt fof lyphAa and hapatit« • war* nagatnrt A eomoikt who was i piattarad 
> with blood on ttMfaca and m tha mouth dunng tha aamaincKlam ramaint aaronagattva 1 yaar 

aftar tha mcMant 

Haaith-OBva Wofkar 3: A famala m««cal tachnologiat was manipulatmg an apharssis ma- 
china (a davica to sa^ta Uood componants) to corract a proWam that davalopad dimng an 
ootpatiant procadura whan blood spdM. covanog moat of har hands and forsanns Sha was 
^ not waanng gtovas Sha doas not racal having any coan wounds on har hands or any mucous- 

mambrana aiipoaurs Howavar. aha had darmatitia on ona aar and n^y hava touchad it Sha 
washed tha blood off harsalf and tha machwa aavaral mmutas aftar tha spiN Tha patiant un- 
dargomg tha apharat s had daniad nak factors for HV mf action Howavar. a blood sampla 
from tha patiant was poaitiva »or «V antibody by ElA and Wastam Wot matfods and nagativa 
for hapatiba B surfaca anbgan tha nait day Tha tachnolog«t's HV-anbbouy tasts war* neos- 
tiva 5 days aftar tha axposura and again 6 waaka latar Eight waaks aftar tha ^xposura, sha 
had an mfhiania>bka «nass with ftvar. myalgia. «arrhaa, hivaa. and a pruntic rad macular 
rash on har arms and lags Tha iinass rvsolvad aftar a faw waaks. and f»ar physicis - thought 
tha iNnass was probaWy a viral syndroma Thraa montha aftar tha mctdant tha was positiva 
for WV antbody by ElA and Wastam Uot matho^ iband p24 atona) Four monihs aftar tha 
mcidant a Waatam Uot was poaitiva (bands p24 and gp41) Sha mdicatad that for mora fhan 
8 yaars har only saxual partnar liad baan har huaband. who daniad r«k factors for HIV mfac- 
tion and waa saronagatnfa for Hn/ antibody Sha daniad avar racaivmg a transfusion, avar 
using mtravanoua drugs, or having any naadto-sbck mmnM m ovar 2 yaars Har sarokigic tasts 
for syphiks and hapatit* B wara nagativa Sha has an immunologic disordar which had baan 
traatad with cortcostaroids m tha past but sha had not takan any mwnunosuppratsiva madi- 
cation for tha past yaar A cowoikr with a simiar axpoaura dunng tha sama p>ocadura ra- 
mams sarooagativa aftar 3 months 

napoffddr f*o$fMMfnf9€tion8^ntnmao^MDSPro0r9m. :0nt9r for ktftetiom Dt»M9 CDC 
Editorial Not*- Thraa mstancaa of haalth-cara workf ;s with HIV mfacbons •ssocistad with 
skm or mucous-mambrana axposura to blood from MV-mfactad patnnts ara raporiad abova 
Caraful invastigation of thasa thraa casas did not idantify othar nak factors for hiv mfaction. 
although unracognizad or forgottan naadla-stick axposuras to othar mfactad patiants cannot 
ba totaly axcludad Tha axact routa of transmission m thasa thraa casas is not known Haalth- 
C^va Workar 1 had chappad hands, and tha duration of contact with tha blood of tha patiant 
axpanancmg a cardiac amst may hava baan as k)ng as 20 mmutas Haalth-Cara Workar 2 sus- 
tamad contamination of oral mucous mambranas This individual alao had acna but did not 
racaH having opan lasions In addition, sha had sustainad a scratch from a naadia usad to oraw 
blood from an mtravanous dnjg nbusar of unknown HIV-mfacbon status Haalth-Cara Workar 3 
had a history of damutitis lnvo^lng an aar Haalth-Csra Workars 1 ano 3 wara not waanng 
glovas whan diract contact with Uood occurrad Haalth-Cara Workar 2 was waanng glovas. 
but blood contaminatad har fsca and mouth 

Thraa on^mg prospactiva studias provida data on tha magmtuda of tha nsk of H*J mfac* 
tion incurrad whan haalth-cara wurkars ara axposad to blood of mfactad patiants through 
naadla-stick wound? or contamination of an opan wound or mucous mambrana In a COC 
coop^rativa survtiHanca pro«act ( 10). a total of \.097 haalth-cara workars with parantaral v 
mucous-mambrana axposura to tha blood of patiants with AOS or othar manifastations of 
HIV mfaction had ba«in anrollad as of March 31, 1987 Nradla-stick ir^unas and cuts with 
Sharp obiacts sccountad for 969 (89%) of tha axposuras to blood. 298 of thasa had pairad 
sarum sampias tastad for HIV antibody Ona (0 3\) saroconvartad (2 ). indicating that tha nsk 
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o< trantmiMion tfunng thttt tipoturtt it very low In tddit on. 70 huith-cart work«r* had 
op«n woufxto txpOMd to blood, itnd 58 h«d mucous mombrant axpoMd to blood '^otttipo- 
sura Mrum tarrplOT from 82 of thot^ 128 worfcar* hava baan uttad for a'tttbody to KIV. 
nona wa« aaropotftiva 

In a study at tha National Inatttutat of Haalth itt) through Apnl 30. 1917. rK>na of tha 
103 wocliara with parcutanaout aipoauraa and nona of ttw 229 worfcara with mucout- 
mambrana axpoauraa to Wood or body fluidt of patiantt with AIDS was aoropoaibva At tha 
Umvaraity of Cahfoma ( 12). nona of worfcara with opan wounds or mucous mambranaa 
axposad to blood or body fluids of patiants with AIDS was soropositiva Although tha pracis* 
nsk of tranamission durmg axposuraa of ooan wounds or mucous mambranas to contammat- 
ad blood cannot ba dafinad. thasa studias mdwata that it must ba vary low 

Tha thraa cms raportad hara suggost that axposura of skm or mr>cous mambranas to 
contammatad blood may raraly rasult in transmission of HIV Tha magnituda of tha nsk is not 
known sinca data on tha fraquancy with which such axposuras occur ara not avatlabia Skin 
and mucous-mambrtTM axposuras ara bought to occur much mora commonly than naadia 
sticks, and tha nsk Msociatad vvith skm or mucous-mambrana axposuraa is hkaly to ba far 
lowar than that associatad with naadla-stick mjunas Nonathalass. tha mcraasmg pravalanca 
of HIV infacbon incraasas tha potanttal for such axposuraa. tspactaKy w*^ an routinaly racom- 
mandad pracautions ara not foNowad 

It IS unhkaly that < outma sarologic tasting for HTV mfactton of aN patiants admittad to hospi- 
tals would hava pcavintad thasa axposuraa sinca two of tha thraa axposuras occurrad m tha 
outpatiant chmc sattmg, and ona occurrad durmg a rasuacitation af fort m an amargancy room 
shortly aftar tha amval of tha patiant At tha tima of axposura. Haalth-Cara Workar 2 autpact- 
ad that th^ sourca pahant was mfactad with HIV. but Haalth-Cara Workars 1 and 3 did not 
Tha hosprtJl whara Haalth-Cara Workar 3 was axposad has a protocol for apharasis whwh 
normally mvolvas HIV-antibody tastmg of donors, lowavar. such tasting was not dona m ad- 
vanca of tha procadura Pravioua CDC racommandationa hava amphasixad tha valua of HIV 
sarologic tastmg for pahant diagnosia and managamant and for pravantton and control of HTV 
transmission ( f J) and hava statad that soma hospitals m crtam gaographic araas may daam 
It appropnata to imtiata sarologic tastmg of patiants {7) Such tasting may also provMa an op- 
portunity to raduca tha nsk of HIV mfaction to haalth -cara workars. but it has not boon astab- 
hshad that knowladga of a patiant' s oarologic status mcraasas tha complianca of haalth-cara 
workars with racommandad pracautiona 

Thasa casas amphasixa agam tha naod to implamant and stnctly anforca pravioushf pub- 
hshad racommandations for minmuing tha nsk of axposura to blood and body flwda of all pa- 
tents m ordar to pravant transmission of HN mfaction m tha workptaca and dunng mvasiva 
procaduraa ( 7-9 ) 

1 As praviously racommandad. routma pracautions must ba foHowad whan thara is a possi- 
bility of axposura to bicod or othar body fluids Tha articipatad axposura may raquira 
glovas alona (ag . whan placmg an mtravascular cathatar or handling itams soilad with 
blood or aquipmant contammatad with blood or othar body fluids) Procadura s involving 
mora axtansiva contact with Wood or potantiatly mfactiva body Huids (a g . soma dantat or 
endoscopic procadums or postmortem axammattorra} may raquira glovas, gowns, masks, 
and aya-covanngs Hands and othar contammatad skin surfaces should be washed thor- 
oughly and immediately rf accidantany contaminated with blood (7) These precautions 
de»erve particular emphasis m emergency cara settings m which the nsk of blood expo- 
sure IS increased and the infectious status of the patiant ts usually unknown {14) 
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2 Prtviogt racomnwiMtotiont h«vt tmphMiitd mmto^nMOt of p«rtnt«rtl and mucoM* 
mtmbrww txpoMm of hMlth-eart worfctrt* In additioa hMtth-cart worfctrt «vho art 
mvofvad m mcidtntt that rattiH in eutanaoui axpoturM mvotvmQ larga amounts of blood 
or prolongad contact wnth Wood-ttpacialy whan tha axpoaad akm n ehappad. abradad. 
or affhctad with darmatitii- should foNow thasa tama racommanoations Moraovar. 
sarologK tattmg should ba avaHabla to al haalth-cara wortiars who ara concamad that 
thay may hava baan mfactad with HIV 

1 Anonymous NMdtastkk trsnamission of HTIV'II from • pstwnt infscisd m Afncc Uncat 1 904. 
2 1376-7 

2 Stncof RL, Mors* OL HTLV-M/UV Mroconvwfion foHowmg a tfMp mtrtmiMCulw nMdIsstkk 
injury (Latttrl NEnglJMsd lMe.314 tttS 

3 OkMnlMncmr E. Hanlc M. La noux JM. RabMn C, Ciauvsl Jf MV mfsctian with tsroconvwsion 
•fttriSdpartkMlnaadtostickiniurytothsfinoar NEnglJiyM It86.3l5 SI2 

4 N«s«on-VamMnC.AffiS.MithatDA«ibowitchJ,Monat«MrN NMdiMtkkHIVMnM 
• nuna Lancat1M«.2 114 

6 Gnnt P McEvoy M Two asf^ciatad casas of tha acquirsd immuiM dtfMiancv lyndroma (AlOSI 
PHIS Commun IXs Rap im.42 4 

6 COC Apparam tranamMion of human T-hrmphotropic vkua typa M/tymphadanopathy-aatoclatad 
vmia from ichiUio a moihar providing haaWi cars MMWfl19M.35 76-9 

7 COC Summary fscommandations for prawant i ng transnNasMn of infaethm with human T* 
hfmphotiopn vwus typa M/lymphadanopathyaaaociatad virua m iha worliplaca MMWft 199S, 
34 Ml .6.091-9 

0 COC Racommandations for prwwitng trananMSsion of Waetion wHh human T-lymphotropic vin« 

ivpaa/lymphadanopalhyasixiatadviniadunnBinvaahraprocaduraa MMWft 1006.30 221-3 
9 COC Racommandad Mfa twn^ontrol pracucas for dwitistry MMWR 1 906.3S 237-42 

10 McCrsy E. Tha Coopsraova Naadtoaack SurvaMan c a Group Occupational rtak of tha acqwrad im- 
muneda f i c iancyayndroma among haaWh-caraworfcars NEnglJMad 1900.314 t127'32 

1 1 Handarson OK, Saah AJ. Zak 0LI. at al Risk of njsocomMmfacHon with human T-callympnotropiC 
vwui typa M/lymphadanoiMthy-aasociatadvinja In a larva cohort of intonaivalyaxpot^ haahh-cara 
wjrfcars Ann Imam Mad 1000.104 044*7 

1 2 Gartardmg JL R vant La0lanc CE, M ali an K. at al R«k of trarwmrtt^ tha human immunodaficiancv 
ywvt hi4>atit» 0 vmis and cyiomagalovin« to haalth-ca^ worlwrt aipoaad to patiants with moS 
andAIOS-ralatadcandrtioos JlnfactOisl90/.1M l-0|lnprass) 

13 COC Racomni>"«idadad<MionalguidalinasforHrVariiibodvcounaalm9andtaatmgiiiiharrav^^ 
of mfactwn and M .tlania. Gaorgia US Oapanmant of Haalth and Human SarvKat, Public 
llaalth Sarvica, 1007 

14 Baliar X, Kalan GO. Swartson KT. Qumn TC Unauapaciad human immurvodaficianey v»us m cnti< 
calv«wnar^vpatiama JAMA 1907,267 2000-11 

15 COC Pravantion of acou<^ mwrtuna dafictancy syndroms (AIDS) raport of mtar-agancy racom- 
msndations MMWR 1903,32 101-3 

16 COC Provisional Public Haalth Sarvica mtar-agsncy rKommai^ations for tcraaiMng donatsd Mood 
snO pisama for antibody to tha wus causmg acqmrsd inmfnnodahciancy kyndroma MMWR 
1905.34 1.0 



'If a HCW lhaahh-tars woiltsr] has a parantarsi (a g . n aadtattick or cut) or mucou* mambrana (a g . 
•ptaih to Iha aya or mouth) aipof ura to blood Of othar body fHitds tha tourca patiant should ba as- 
sastad clinically and aptdamiologically to dstarm«na tha Mtakhood of HTLVm/LAV Isic] mfaction If tha 
asiaaamant suggaits that mfaction may axist >ha patiant should ba mformad of tha incidant and 
raquastad to consam lo ssrologic tastmg for avidanca of HTLV M/LAV ls«c) mfsctwo If tha sourcs pa- 
tiant has AlOS or othar avidsnca of HTLV-M/LAV tsic) mfaction. daclmas tastmg. or has a positiva tatL 
Iha HCW Should ba avahisiad clmicaNy and sarotogtcstty for avidanca of HTLV-H/LAV Isicl mfachon as 
toon as poisibia sfttr tha axpoiura. and. if saronsgstlva. ratastsd sftar 6 wsaks and on a panodic basis 
thsrasHar lag. 3. 6 and 12 monttis following axposura) to datarmina *f transmission haa occurrad 
0«jnng this fottow-up panod, cspacisHy tha first 6 - 1 2 waaks. whan most infaciad pa<sons ara axpaciad 
*o saroconvart axposad HCWi should rscaiva counsalmg about tha nsk o* mfaction and follow U S 
Public Haalth Sarvica CPHS) racommsndstionB for pravantmg transmittion of MOS U6.t6\ If tha 
tourca patwnt « saronagatova and has no othar avidanca of HTLV-H/LAV (sici Infacuon no furthar 
follow-up of tha HCW IS ntcaitary |f tha sourca patiant cannot ba idantiftod, dacisions ragardmg ap- 
propnsts follow-up should ba tndmdualUad baaad on tha typa of axpoiura and tha hkalihood that tha 
sourca patiant was mfa.tad (7) 



or ^ 
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AIDS, or AcqiiTBd mvDune Dehaetxy 
S»ndfOfne s a lrt•-l^foa♦e^«ng doecse 
«wt domooe* the DocJ/i obtKty to fght 
rvodBTQ QenTft vvuset and othei 

AIDS* nc< ipfBod ftTxn peoon tn 
peraon by cciual contact Ho^we^ 
certon cwopte ere of greoief rok of 
dev«M>no AIDS tecouse of itwir 
ktefytesardfKitxtv 



YOU ARE A< RISK 
FOR AIDS IF YOU 

» hove mantned or sionpopped cruQs 

» hcMB shared needes or wono 

» fKivB frequentea shoofrio oaflene$ 0( 



YOU SHOULD SEEK HELP 
IFYOUHAVE . 

» uTMipicyned and pKM>ygsti tofigue 

» ft«»«n glarxu in youf neclf. OTTipiti 01 
gran, wffh orwiffKXrt pan 

► v«^h(tls^ btotcftes or bufTc» tfw je NOiJf 
mcxjfh tw»tti a Kxe ttvoot) these moy 
oho be found -itrt©no«e ewiKfcw 
wctum 

» rood wetghf kxs [mof© ttion W pounds) 
n ttie post two mootl^j 

► uwAined (ewt ch* ond dr»nching 
nflhl ftMOis kjshrto more Jhon ^ewol 

WWCS 

» pewtsrrt dotrfyjo or Woody itoott 

► o ituObom, dry cou^ r»ot retofed to a 
Cdd altersjos or smolorg 

» perwferit chest pcRn or sTKXtness ol 
bfeoth 

» trouWe fttOltcTwrtng or tovoie ^ooftbom 

nxrtPf '«fs 
» pi/pie lesons or dbcotwoTKM- f stun 



It ony of these symptoms oppeot it DOES 
NOT rneor you hove AIDl n DOES mean 
you ihouid seek medcol ocM:e 



HOW CAN YOU PROTECT 
YOURSELF FROM AIDS? 

» THE lEST PKOfTEOION a TO STOf 
USING 0<lUG& GET HB^ TO 
OVBCOME YOUR MXNCnON. 

» IF VOU DO U» tMtUGl 00 NOT SHARE 

NEEIXES OK \MOIMS. L«ain how to 

dean V'Wla 
» DONTIWfTVWmOONTCOTO 

SHOOTING GAUBHEl 
» ALWm use CONDOMS (lUHERSI 

WHEN HAVING SOC 

IF VOU ARE 0« HAVE KM A DRUG USO. 
rOU MAY HAVE AIRCADT ION EXPOSa) 
TOTHEAIDSVIRUl 

Remembet ^ can took and M heoRhy 
but stil cony tfw AIDS vtn* Ev«n vou 
have oifeoc^ been enpoaed - ihera Of e 
two thTigi yoKi con do 
» Don't nsk further wpoiue 
» Dontipreodihevinjitoolhen 

n con KM oi long o fK« >«an otter 
expourt to AIDS for any jign or VTip»om 
Ol ttiedMaMtoappeartfyoui^oo) 
drugi or hove done w gefoP'^i^col 
enam ortd seek help to get CMer you 
oddcnon 



to 
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WtMl I* AIDS' 

Ml )S st,)r))K )• N 4i quitrd lmmum> l)rti 

All )S IS . rf(>si'4l h\ t \ iriiv kiM i\\ ti .IS t \\\ 
ihumin imtitinoiit Ik II til \ vinisi Ihis 
virus Kurm\ tU Ik k1> v immurn v\vUfnM> 
il cjffmol tii^hi nil iii(i'4 Umiv .irKi i rfrMcrs 

Thrrr remin- liw AIDS Hu( M r> lh« 
*i(r(licxi (ir liTurt ihjt kilK lh< jiccxin 
niX fhr AIDS virus ilM>t( 

!hr numbc iinr i M\t 1 1 «1< jiti cii jk-t 
%nr« wilh AIDS r. in hiIc* Ikhi in ll« lini>;s 
I JlJpfJ flrwufTifir vsr(\ i^nixi [inc imioiii i 
IKP) Rrrsiins vulh AIDS i in jIvi n< ' > 
I inirr t M'fil K,i[)»ims sjk onw iKSj KS is ,) 
larKtTnHht (iss4m s In>ih .ilh ih< skm Ins 
ptissiNr (irpt'fuA vulh All >s In n< r I >th 



How Do Pimple GrI MOSt 

AII>S tssprrjd ^h4<>^I^;h Ihi (Khjn^i nl 
body flunK mc»slty M-mcn jnd JiVhk' His 
(WinitHvsprrJdihMiuKhM ^vwli i«ti x '«« 
trUiYtnuTM' AIDS is r>«)t sjwi ,icl In < jsiul 
tnnl« I h isiKHan *rb(i«rM dwjM 

St) tM tn ihr Dniird st^K s ^.n and tx 
srxtMl fwn fww fM'm nxist ,)i risk ii( m I 
imH ^ll>S More than "tr ot f.iscs K,ivc 
helm in thrsr Iwo K'^'Up^ 

AfH>thr>r group at hi)^ risk <>l 
AIDS ts ir)tr<M>rvx>s (IV I Hiii^; tisrrs vkhci 
slwp rK^Mrs Th4 vmis is p.issi'rl iktrij; 
when rwr-tllcs Mi. nt>' siitiii/tt{ U ivw< o 
usos BItmkI h<^d<r>^ lh(' \irtis iTiA In kit 
on Ih4 ncH-dk jnd pjssi-H Jo th« m si um'< 
Wipii>K 'hp rMx^W tVwsnl ^I'l ni ol 
ihp v»rus 



u.M,., I, ir.'lvivv i;<IMii, MD^ \i;r..u.ni 
noiitlM r (.1 innnls iImi 11 i\i MDs NUisI,.) 
iIm s) I) iIm) s h i<( nuitlM (s vOki I ilh< r Itvl 
MDSorwifi I kposi-<1 111 lh< viciis 

Ai<'wp<H>pk Km pollen iIm \»fiislrtHri 
AIDS ( (Wtaminjic'cJ hlooH tijnslusmns 
BkMid IS nrrw Irsli^l lor the AIDS \iois s.. 
(tvinrrs o( f^tliii^ intcitc*) this m,iv >iri 
vimJI 

< r ii prrvKi tvis Ik"* n cxikisc*} in Ihi 
virus iltJnl.ikr ln\\sbr^f Ironi h uHMiltis 
1o h \tafs Ui drwlii)! Mr>s iIms is , )tli if 
lh< ir<< uivilNHi fx-fNii I I n u 1 1. >>\ o III >v\ 
niiin> p<'4<()k I siMtvil 1i> iIm \irirs v\ill(li 
wkif) All )S 

S<>m fx'ojik < s[H>M'<l III 'ht AIDsuiM- 
rx \i I 11 t(i.illv K( t ii lti< ins, |\, |h< s> 
(MofiJf HI j.ilk'*! ( iriM fs Af1iHiii^,'h I ir 
o. s ItM* h4alll»\ IIh\ (.iiijjisi Allisii.i 

xu i] [Kirtm r ih In s<ioh otu \slin (is. s 
thHir rM'cilk 

{ *IK-fS,.,nkM4(,l1K)lC<l[Wtl<«fl, V " 

inf ,1 kwi^ lirrn rrintN <-\iii llu ri si ot 
Hwir li\"Cs ( jllicr |>r'4<()k will (f< \< '"p i 
rrMkki Idtni >il AIDS i Mii lh< \m >-> i< 
t,il< (1(()Hii|)k X or AK( AK( iTin );(i(>tH<ir 
MMiH linx It m,n ^, iss n nr il ni,n turn 
inlii 'lull likivsn AIDS Mm s>m|ilo«i)s )<« 

AK( Mi itM SJfTIf lslfH)s< llN AIDSooK 



Wtul About Vkimrrrf 

VVonH-n M t ooni Uv " o< dll All )S ( .iv s 
in tbr (ItMic*! S(^t« s Itus numlM-r is snnli 
I Kit i1 IS ^rowtn^ 

VVirfiw rryislal risk o* ^illrnn \IDS.it< 
ni ( <llr sh^rinp dm); us« ts Ni si ,it« 
woini n who .m lS« si siiol )i.Htn( rs )>i 



to 
to 



itn II in hifih ns^ >;rMups Wim^, i> Mh<i 
ti^i li,H<m(ir4 lUiiKirM m'^ |)iiIim i ilm 
iin; "» laM tf-w \( lis ,iri rtlyi It risk U 
(JliM <)lth« bm^ iiniiImInH) |MtH>d 

Th ruimhif ol th<klr«f> Kcllinn AUK 
lrimi llxTr mcrfhifs t\ )K<> j timci rn Vi 
itilisrs tNtnk lh« disTJM IS (MSM-H Inifn 
i)H>liH>r III ii)f,ini tn thi vmhtiH ,ii Ixrih in 
ni.ivFn w^iik (in ,isTtif f Jin^ 

N<.l ivtfv <h«kl lit ,>i) intMUfl iTiothcf 
«f AIDS Hilt il is( isMf iiir inldnis ii>i;, i 
llii iI'M.iM »HM luy ihirinimiiiN svNKnn 

>i« ih'l ls(k-M ki|)c*f,is .idiilK 

U...», n ,1, , ,1 I,, , ,1, ,„ ,„ 

III l|i l>ii VI nt ihi spiiailiil \H>s s,,),, 

l^lf^l Ihi rinni>x r iii i im s h.is Ihi m (Icmi 
Ittiiijjfurv . H rtKnilhs Sum rlH \M>sy, 
MiU Ml I HMMiH Of i|jr« IS m,tn \, ,is 

ns i\ MofTMii iHftf In iiiMkfM imf Ml )S n, 
(iftUr l«, (Krrfi ( t (In my Ki H iimI )ti% , M 
iki n rhi'v nwv I^m 



WtHnrn at Risk 

► VVlinMI|Mlt,lll,lM llMfltV (lfl(),s 

^ VVonitd \vh I iir hui In in m « 

p-irliMfs (it l\'<1ruj. UM rs lnv^ n 
ttn n with Ix iiHifitvli 1 

► VVVniim hMirn vvlMrf ifw vims is oln n 
rM«<4-d tlv4Hi>;h tiuk lifTiJik V ^inl n 
Ijlinns I'spi I I illv (Mill 111(1 Airu.Ki 
lounmrs 

► Women wuli nutn thin nin st « 
|>.iitiMi nvf I lh< |iiM U-w^i'irs 



What Are the Symptoim of MOS? 

^tjn> o> Ihe sympttxm trf AIDS arp hk? 
ih<»M <>( «<Wsor Momjch <ki Thpdifltr 
rnn with AirJb that thr symptoms 
ininf kif-ji cnrTHnf; twk or donl Bojwjy 

.11 ail 

H .in> itl the >vmptofm Inled bdow go 
(pfi iiirjkii«K iiriK' ytiu iiwiutd see d doc 

► t'fHxirfHiiiwJwii^hlk^ssijrvJiterthafiK) 

(MHIIwlv 

► l-iTMsK III icM I ii)d<tir ntuht it> 
*■ I >i itiN I 

► I Umim Idiijjiir 

► SM-fiikiiKlJixlv iimmIN inilx twik jfm 
(xiMW K">tn 

► MKwtm sMiHiri'jih 

► Utuii >|Nirs iif tiniistt-il I 'cniislK > (hi 
Ihi "iKij;iH (ir imiuth 



AIDSCanBelWnted 

AII)S,ss(»,.j(n)vi)»i imlwnui iiltxKlv 

H'M.f Ui,m,n nu.lnh ..n , 

Ilnml iU t u hdlif^i ol (lit ^ J|t,«K , s,„ 

1 Mlly ilunnf^ <,vx m IimIk s thjl 

nii^;hi ujir vJ^;<rwl i* n-* l,il l^sui-s shiHikJ 

VVt»T«fi tin ttHhHi' ibt fi\k III xiltinn 
AIDS }iv (KM iHingsalc s« * 
► Akvjvs iiM. <<>iHl<.ms ii>r vji>;ifi,il Ami 



lakviKlhe Inl 

A test to show if person ha* AJDS 
jintit)odie% i> avaiUblr {Antibodies are 
*Kwt> Ihr body uses ki fight d»*e*« I Pri- 
vair physKiafTs and most stale and kxa< 
heahh cirpar'(Tx«nt> lan gwp ihe tes« 

It antitiodics arr fo^>nd in a persons 
bkiod It means that tht-y w been exposed 
i<i the AIDS virus It does not mcM lhat a 
(KTvm has will j{,.| AJJJS ilahodrievit 
IHI li d fKtvm IS siill (o<« led There is n<» 
v*a> 1)1 kn<iwinnrforwh«nperson» shown 
tnlijvi AIDS antibodK-s will deveiop AIDS 
(* A«C 

Sunit vv(imcn sh<iukJ consider bein^ 
I. st.iM«i»AJDS MyoubcfcxTRWanvofthe 
hi^h risk RriKif >s and arc ertiier pcej(nan« or 
Ihiokm^ alxiui K« ttm^ paipuni the lest 
will idlviiu i(>iHiv( been exposed lo Ihe 
All )s virus 

Wiimm vv+wj h,»vi thi' test should alvi 
I ixisidtT « ^IUIn<^<n^ vi they c an ({el up to 
<Uti M < iirati inl<irmat«on on Iheir tr-st re 
Milts ( lwnM^ln^■ IS jvaiUW^ at kxal and 
sriK a>;«-nn«s A-»y<ine CMng the test (an 
n ti r vrni ic jh.iI. ssHmai (oumekm 



' kiiion (orta<t AIDS 

Uiitlini* mtlUl J4J AlOb US Public 
liealth SdVHf 



iiinittN iKinilNTol %i « p,iniK rs 

I i»s, IV (Jkjjjs tU, fv>l sliau rut 

Iks Mm (Nilv sliTihi (t}iii(Kiii nt 



or 
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includvs sptciat kind^ of MtttTe 
btoort c«Hs ctMfd B c»hs ind 
T calls ind depends on a baranc* 
of cxiiin kirNft of T cilh 

T calls assist ■nti 
body-fjroducing B calls tn 
figMIng disaiMS 
• Suppressor T c»llt Call oil 
tt>« illick wh#n ih« 
invading disease 




9 f»i^ m«nH« to 7 mm «r Ir 




^ lyifiplf ^tondi In the 
neck, undtnrni of sniin wm 

• rvcurrvm tonr, Includkig 
'nloMiwwlt" 'i/c 

• rapU weight loM twno . 




go on to dMtop AIDS art ^ 
, untMi to flgN or( a nutnlwr ol 
MrkM HMMMf Ona common 
Wnna ol tIM l« hmimo- 
emit C4rtnlf arwwnomn - a , 
nrt paratNio MaeiionoC m« 
kifiga, fyfnpioma of Mif>tc^ a^ 
hm cough, and ahortntaa ol 




HIV 

' seems to alfect the balar>ce 
helper and suppressor celU 
a HIV apoarenTly deslfnys helper 
cells wiihoul allecltng ^uppres 
)r cells propoiltonalaly 



Scientltk: research stwws thai HIV may also attack Ihe nerv 
ous system causlnq damage 10 the brain ar>d splrial cord 
Signs of damage may IrKlude memory loss Indlfterenca In- 
atXhly to nuke decisions parlial paralyait kn* Ol coordlria 
ion and othei pioblams In controlling the body 



Whan .'jppressor \ 
ceHs oulfiumber 
heipef cells I he 
(rrwnurw Sysiem 
does ml vwrk 
well 



to 



R«M«reKM dcwdapa^ a t«*t to JaMB» tntMtt to MlV m 
H« Uood Tk *tM, wM< « Wing to te-uut 6armd Uoo^, 

^ t pwton wHmd ^ tU virua It cfoa* mf 

mckesM H«f a pMon Uft M>& or wil naaaaMrity ^awalop /JP»*^ 



n 
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\ *rom one person 
y to anotlier 




l>9 



P'oc^durp< • piev*! I C0frt»ct will 
infpciwj btood ot body fiuKJs f 
developed intibodtes lo ihe vcus thai 
causes WDS 




2Gi 



H you' job fmgW e« 
pOTfl you 10 paiient s 
btood ttcrelions 
wasl«s etc GHtws 
■nd gowm mty tw 

prolKltv* loparel 
suc^ iS mMhS •"() 
goggles n jy be 

P'oc*dute9 




THe«iou*t*ty 

whenever you 
lemov* piofecltve 
clothing end be 
tween eveiy ptWri 
contici 

l( your hirxJs touch 
potentiilty coo- 
timrngtid bkyod 
wMh '"wm im 
rrmliiiilv 



kAMi- AiX 

policies at yrKji 
h«aim<-iie (jciiity 
t1 n^ce^sjiy use ■ 
hospital aop'o^ed 
(Ji^-nfeclin( to cieen 
thf outsirt# of the 
COntginer Then 
place ihe specimen 

second conlane' 
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OP " 



OF 

•ccoiiling lo tiospttgl 
policies <o< reproc 
ggslng or dtsposing 
-I such Hems Us* 
spvciaily dtslgnaled 
piasiic b«gt k«b«Nr^ 
them in lh« %mmt 
marwier used Id 
labeling apecirnens 




ri4/vH UP 

U4ing gi gpprovw) 
dislnlectgnt Also 
ctegrt youi work *U( 
tgcg gnyitmg Its 
contgmlnjled by po- 
lerrtigllv Inlectiaus 
mgterlgis gnd gflgi 
you vg complgled 
your wh 





pMOnt partorm^ng 
dental pfocadura* of 
oral aurgary aNjuld 
« Watr glo-<at a 
muk and proiaciM 

« 'Raat aH Intlrv 
manlt uaad In th« 
mouth ag polanliaMy 
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Mr. Waxman. Yesterday, it was mistakenly stated that the Hot- 
line tape refers callers automatically to Gay groups, including the 
one before us. The record will show that the Hotline is operated by 
the American Social Health Association, and that the materials 
given by that group are not the same those that were discussed 
yesterday. 

Mr. Dannemeyer. Mr. Chairman, may I comment on that? 

Mr. Waxman. Tho gentleman is recognized. 

Mr. Dannemeyer. The persons who brought this information to 
my office told me that the counselor at the American Social Health 
Association gave the phone number for the Gay Men's Health 
Center. I may have misspoken with respect to that phone number 
for the Gay Men's Health Center being on the tape itself. 

But the counselor working at the American Social Health Asso> 
ciation is the one who gave the telephone number for the Gay 
Men's Health Center; and, candidly, I don't think we should toler- 
ate that. 

Mr. Waxman. Was that given on request to the individual call- 
ing? 

Mr. Dannemeyer. I don't know how else it would be given out. 
Mr. McKiNNEY. Mr. Chairman. 
Mr. Waxman. Yes, Dr. McKinney? 

Mr. McKinney. I think that it is very likely that that could be, i^ 
the caller were looking for an agency that provides direct client 
services. It is well known that Gay Men's Health Crisis is the only 
such agency in the city of New York. 

It would be a very responsible reply to refer. 

Mr. Waxman. You're not called the Gay Men's Health Center? 

Mr. McKinney. The Gay Men's Health Crisis. 

Mr. Waxman. Mr. Dannemeyer has referred to the Gay Men's 
Health Center. Do you know whether that is the same organiza- 
tion? 

Mr. Dannemeyer. We believe it is the same organization. 

Mr. Waxman. You believe that it is the same organization. 
Where did you get this information? 

Mr. Dannemeyer. A man named Duane Crumb, who identified 
himself as a Christian minister, was gi^^en the number for the Gay 
Men's Health Crisis Center. That organization sent him the litera- 
ture that I have introduced for the record. 

The counselor for the American Social Health Association was 
the one who gave Duane Crumb the telephone number that I have 
described. 

Mr. Waxman. First of all, the question came up yesterday about 
the transcript for the recording. Whatever transcript you have is 
not the transcript from the recording. It is a transcript that indi- 
vidual made of the conversation. Is that correct? 

Mr. Dannemeyer. We have another witness, unsolicited, who 
brought this information to my office, that we have a recording of 
the conversation that took place. 

Mr. Waxman. It's a recording of the conversation, but not a re- 
cording of the tape? 

Mr. Dannemeyer. The recording that we have is not of the tape. 
It is of the conversation that took place. 

Mr. Waxman. Th^ National Gay 
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Mr. Dann- MEYER. This is a transcript of the National Gay and 
Lesbian Crisis Line. 
Mr. Waxman. Are you familiar with that organization? 
Mr. McKiNNEY. Yes. 
Mr. Sweeney. Yes, we are. 
Mr. Waxman. Who are they? 

Mr. Sweeney. They are an agency in New York City that runs a 
national 800 number to respond to questions about Gay and Lesbi- 
an issues, as well as different AIDS issues. 

Mr. Waxman. Do you know whether they are Federally funded? 

Mr. Sweeney. I do not believe they are Federally funded. 

Mr. Waxman. Would someone be referred to them if they called 
the original hotline number, and asked for services for a Gay indi- 
vidual? 

Mr. Sweeney. It is quite likely that if an individual called and 
said I am a Gay person, I would like to get services or educational 
imormation because I am Gay, that they would be referred to that 
number. I think that is an appropriate referral, if asked for. 

Mr. Waxman. Let me see if I can understand. We have the 
American Social Health Association that has received some Gov- 
ernment funds to have a hotline. That organization, if they are re- 
quested for a referral for purposes of a Gay individual to talk to 
someone, do you know whether they would give out your phone 
number, or this other organization's phone number? 

Mr. Sweeney. Sir, I would hope that they woo Id give out our 
phone number if a Gay person asks for it. We receive between 
5,000 and 7,000 on our hotline every month. 

Mr. Waxman. As I understand what Mr. Dannemeyer has is, 
someone made a transcript of a conversation with a Gay organiza- 
tion, and that is the transcript vou want to put in the record*^ 

Mr. Dannemeyer. No. I don t want to put this transcript in the 
record, Mr. Chairman. 

Mr. Waxman. You don't want to put that in the record? 

Mr. Dannemeyer. What I h ive asked to be placed in the record 
was the literature that 

Mr. Waxman. I understand. But yesterday, you seemed to indi- 
cate that what you found offensive was being said by the American 
Social Health Association. 

Mr. Dannemeyer. That is still my position. It think it is offen- 
sive for the An»'*rican Social Health Association, using taxpayers' 
money, to be giving out the telephor . number of the Gay Men's 
Health Center. I 

Mr. Waxman. Even when asked for information for a Gay person 
to contact an organization? 

Mr. Dannemeyer. That's where the stories differ. The person 
who brought this information to my attention identified himself as 
a Christian minister, not as a Gay person. The person working at 
the American Social Health Association gave the telephone 
number to this person who identified himself rs a Christian minis- 
ter of the Gay Men's HeaKh Center. 

Mr. Waxman. I don't know where they would refer Christian 
ministers to, but that was no< t} appropriate pl'^ce to refer him. I 
just wanted ail this on the record so people understood what tran- 
scripts, where, and whatever, belong to what organization. 
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I am going to take a short recess. Thank you very much for your 
testimony. We are going to take a short recess now before calling 
our concluding panel. We hope to reconvene in the next 5 minutes. 

[Brief recess.] 

Mr. Walgren [[presiding.] Let me call us back to order nd wake 
everybody up from that short hiatus. 

Tlie last panel today in this hearing is made up of Dr. Irving 
Weissman, a professor of pathology at Stanford University and a 
member of the Steering Committee on AIDS of the National Acade- 
my of Sciences, and Dr. Lawrence Corey, the Director of the AIDS 
Treatment Unit and a professor of medicine at the University of 
Washington, and Michael Callen, Community Research Initiative 
and a founding member of the People With AIEKS Coalition of New 
York. 

We want to welcome you to the committee and apologize for the 
interruptive nature of our process here, but that is the way it is 
and it is an imperfect process that we have. Your contribution to 
the record is very important to all of us. 

With that let's go through the panel in the order in which I in- 
troduced you, and I am su^^e you picked up the ground rules from 
the previous witnesses If you would limit yourself to something in 
the range of 5 minutes and summarize however you feel comforta- 
ble, focusing on the points that you really believe deserve to be un- 
derscored, we would be happy to have your testimony. 

Dr. Weissman. 

S'^ATEMENTS OF IRVING L. WEISSMAN, PROFESSOR OF PATHOL- 
OGY, STANFORD UNIVERSITY, MEMBER OF STEERING COMMIT- 
TEE ON AIDS, NATIONAL ACADEMY OF SCIENCES; LAWRENCE 
COREY, DIRECTOR, AIDS TREATMENT EVALUATION PROGRAM 
AND PROFESSOR OF MEDICINE, UNIVERSITY OF WASHINGTON; 
AND MICHAEL CALLEN, COMMUNITY RESEARCH INITIATIVE, 
PEOPLE WITH AIDS COALITION, INC. 

Mr. Weissman. I am Dr. Irv Weissman. I have been on the facul- 
ty at Stanford University for nearly 10 years, and I have been an 
immunologist for 20 years. I was on the Steering Panel and wrote 
the background paper on the pathogenesis of AIDS for that com- 
mittee which produced the document that I think all of you have 
called "Confronting AIDS.'' 

What I really want to say as briefly as I can is that despite some 
very major advances in understanding the isolation and the nature 
of the virus and the genetics of the virus that causes the disease 
and some very striking clinical advances in at least describing 
what happens to AIDS patients, that we still have some very major 
problems that are not being addressed appropriately. 

The first point I want to make is that we do not yet have a suffi- 
cient knowledge base to develop an understanding which could lead 
to the development of vaccines, therapy for those people who have 
the disease already, effective therapy, prevention and other kinds 
of treatment, and we are not acting, I believe, appropriately to 
obtain that knowledge base. 

The second point is that we have not yet even begun to recruit 
the best minds and laboratories in fields that are certainly directly 
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related to AIDS, and there are very good reasons why we haven't 
done so. Most of the reasons, I think, are funding reasons, and 
some of them are structural: that is, how the structure of the fund- 
ing agencies works. 

Now, before I go too far into this, I would like to say that the 
second point I made, that is, the lack of the very best minds, is not 
just an invention of my own. A number of scientists, myself includ- 
ed, went back over the 20 best names, the 20 finest scientists in T 
cell biology alone, which is, of course, an area directly related to 
AIDS, and asked how many of those people who were so prominent 
in 1982 are now doing AIDS or AIDo-related research or research 
funded under the AIDS rubric? Very few of them are doing so. 

So there is a problem that we have not developed a structure, a 
funding strategy that attracts and recruits the very best minds we 
have. It would be like setting up a Manhattan Project with two or 
three really good people, fantastic pe?ple, but without tapping the 
resources the country has to offer. 

So let me move to my recommendations before I ramble much 
further, and then I will get back to the reasons why I think these 
are so. My first recommendation is that all AIDS research funding 
should be incremental to already established NIH funding levels 
plus inflationary increases backdated to 1982. I will show you docu- 
mentation a little bit later that in fact there has been a recommit- 
ment of funds to research which has greatly damaged our ability to 
develop the sufficient knowledge base. 

Second is that fundings for AIDS research should be broadly de- 
fined and certainly should include those areas of fundamental im- 
munobiology, virology, lymphocyte biology, developmental biology 
and neurobiology which could provide the knowledge base for 
future advances in AIDS research. Most of this broadened funding, 
I believe, should be by independent investigator-initiated grants, 
not through the contract route. 

Third, that construction and renovation costs should be added 
into the AIDS research budget, and the goal of such construction is 
first to provide safe containment areas for investigations with HIV, 
with HIV variants and with animals infected with HIV and HIV 
variants; second, to provide structural centers using high cost, high 
tech equipment to study the structures of the HIV molecules, also 
of those molecules on T lymphocytes which are utilized for infec- 
tion by the AIDS virus, and of those molecules that T cells recog- 
nize on infected cells so that they can wipe out the seat of infec- 
tion. 

Third, to upgrade and extend the breeding, genetic definition and 
high containment facilities for animals involved in animal models 
of AIDS, particularly simian and rodent species. The fourth point is 
to establish research fellowships and research training programs at 
the undergraduate, the graduate, the M.D.-Ph.D., the post-doctoral 
and the post-clinical training levels with sufficient slots and com- 
petitive salaries to attract the best young minds in America into 
AIDS and AIDS-related research. 

Already? 

Mr. Walgren. That is all right. We have time to be flexible. 
Mr. Weissman. So now 1 will just try to go briefly through a 
couple of the arguments before my 5 minutes is up. 
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Why do we have this paradox that we have this incredible epi- 
demic, we have funds coming in for research, and yet we are not 
attracting the very best late and the very best minds into this 
field? The first barrier, I guess, is containment facilities. That is, a 
number of scientists, myself included, would very much like to do 
AIDS research. We would like to do it the way that we can do it. 
That is, we would like to do it by developing imimal models or 
working in the closest animal models available, or working even in 
tissue culture with the AIDb virus, but you have to have a safe 
containment facility. 

At Stanford University and, I am sure, at many other institu- 
tions, those facilities simply are not available. When I approached 
our dean about developing such a facility, he said: Fine, you find 
the space, the building, and then the money to build it, and I will 
agree we should have that facility as a general use facility. 

As you know, the NIH does not have funds for construction or 
renovation. If we an going to work with this virus, we have to 
work under safe conditions. If we are going to make an animal 
model of it, we have to have high containment facilities for ani- 
mals. This is an incredible barrier for people to move into this area 
of research. We can't work with it safely. 

The second point is to develop an animal model is going to be 
expensive and it requires really high class animal facilities. You 
could get an animal model that is close to relevant, that is, either a 
simian model, where you have genetically-defined strains of mon- 
keys so that you could tranp(c cells from one animal to another to 
see what the course ot the disease is, to ask, for example, what is 
the mechanism for infection when the semen contains the virus, is 
it in the seminal fluid, is it free virus, is it an infected cell, is it a 
sperm? We don't know those answers yet. 

Once it gets into the animal, how does the virus spread from one 
cell or one tissue to another? How does it get rid of all those T lym- 
phocytes that normally protect against infection? We don't know, 
and we cannot invade the human body to find it out. We have to 
have an animal model for that, and that takes money and takes 
time and takes people. So on and so on. We don't know yet how to 
identify those cells which could usually eliminate the virus infec- 
tion but in this case they don't. 

So there are tremendous needs to develop these kinds of models, 
and the brightest people would follow if the models were developed. 

Now, in the funding for AIDS research from 1982 to 1986, you 
have a document that was cited in this AIDS thing that was writ- 
ten by Richard Krause, who was the former head of National Insti- 
tutes of Allergy and Infectious Disease, which shows that the fund- 
ing for AIDS at the NIH has largely be^n recommitted out of the 
already existing NIH budget, and very little add-on funds came 
about. 

AIDS is an add-on disease, quite clearly. It was not around, at 
least that we could see, as a clinical entity probably before 1978. It 
is an add-on research burden, yet there is very little add-on re- 
search money. Now, when NIAID or NCI, the institutes that 
mainly fund for AIDS research, had to develop these funds, they 
took it away from something else. What did t!iey take it away 
from? Basic immunobiology, T cell biology, viroiogy, neurobiology. 



A' / U 



267 



just exactly the areas that we must learn more about in order to 
develop the knowledge base, in order to develop the diagnostics, the 
therapeutics, transplantation, whatever we are going to need to be 
able to take care of those people who already have the disease, and, 
of course, to prevent the disease from spreading. 

In addition, there are some areas of research which deal with 
solving structures at a very, very microscopic level that require 
very high cost facilities, called x ray crystallographic facilities. 
There are a few tiny laboratories around the country and very 
little trabiing money for people to go into this area; yet, it has 
proved crucial for our understanding how particular viruses can 
cause infection, how particular viruses can get rid of T cells, and in 
fact, how T cells can recognize an infected cell and tell it apart 
from a free vims or from a normal cell. 

Solving that question isn't trivial. Solving that question is cen- 
tral to try to develop rational vaccLies a id rational therapies. So 
we have to have some way of developing both training grants and 
facilities for x ray crystallography at a number of places. 

I can see my time must be getting short, so I think I will just 
close there and take any questions. 

[The prepared statement of Mr. Weissman follows:] 



AIDS and ARC are hurnpn diseases caused by a retrovirus called HIV. A remar- 
kedly intense and effet ive collection of research efforts at both the basic science 
and the clinical science levels have led to the isolation of the virus, the definition of 
its genetic structure, the demonstration that it is associated 'vith each of the disease 
complexes occurring in AIDS patients, and especially that the virus appears t: 
attack and cause the elimination of a critical subset of protective cells in the body— 
the CD4 T lymphocytes. The result of this depletion of most CD4 T lymphocytes is 
an unusual susceptibility to infection by foreign invaders that are usually easily 
eliminated. Because to much has been learned about the viru3 and the diseases it 
causes it is tempting to believe that we have sufficient knowledge to combat this 
epidemic at a scientific level; and that as c result of that focused combat we have an 
excellent chance to develop drugs to treat patients with the disease, to develop other 
drugs designed to restore the immune system in such patients, and to develop vac- 
cines that will prevent populations from being infected by HIV. The mcgor thesi? of 
this document is that these assumptions are not true, and that we do not have a 
sufficient knowledge base yet to guarantee an expeditious and appropriate set of re- 
sponses leading to the development of necessary vaccines, drugs, diagnostic, and 
therapeutic agents. Furthermore, oth: might assume that the great need to combat 
this epidemic would have resulted in the recru'^ment of the very best minds in im- 
munology, virology, clinical infectious disease, developmental biology, and neurobio- 
logy to work on AIDS and the diseases it engenders. That is not so. While the re- 
search carried out to date includes much which has been of the highest quality, no- 
where near the enormous talent pool available to work on this disease has in fact 
been effectively recruited Thus there are very major barriers to completion of re- 
search adequate to stem the AIDS epidemic, both at the level of developing an ap- 
propriate knowledge base, and recruiting the talent necessary to develop that 
knowledge base In this document I shall try to explain what those barriers are and 
how I think they can be breached. 

AIDS appears to be a new human disease, and as such it is an "add-on'' to the 
Nation's health research agenda. We now have a strong national mandate to in- 
crease funding in all areas which might lead to an understanding of the AIDS virus 
infection, and the systems which it attacks, yet the current AIDS— research funding 
is not add-on. In fact, funds have laigely been recommitted away from areas of re- 
search in basic immunobiology, developmental biology, virology, cancer biology, and 
7 lymphocyte biology, and instead these funds have been committed to the urgent 
research on the AIDS viruses and the patients who have the disease Thus we are in 
d funding mode which paradoxically must slow down the development of a funda- 
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mental understanding necessary to develop a knowledge base sufficient to respond 
to the challenge of the disease. 

How did this paradox come about? To illustrate the problem I shall use one exam- 
ple, although it is not limited to the Agency I cite. The National Institute of Allergy 
and Infectious Disease (NIAID) has had a m^jr responsibility in developing and 
carrying-out AIDS related research. Tnat responsibility came from mandated fund- 
ing from both the legislative and executive branch ■» of the U.S. Government. The 
amount mandated was not fully incremental to the dget of NIAID, and therefore 
funds had to be taken away from other portions of the NIAID budget Just prior to 
this mandate the majority of research funds distributed by NIAID went to investiga- 
tor-initiated grants (ROl and POl grants) in laboratories mainly in academic set- 
tings and research institutes that are primarily staffed with graduate students, 
medical students, and postdoctoral fellows. In fact, historically, the development of 
new and useful fundamental knowledge in the areas of basic medical sciences has 
traditionally come primarily from these investigator-initiated grants. The investiga- 
tor-initiated grants represent the most important "cottage industries" for science, 
where each scientist develops his or her own hypotheses about what might be going 
on in the field, develops experimental models for testing these hypotheses, and sul^ 
mits a grant which, if funded, should approach the experimental questions over a 3- 
7 year period of research. These ROl grants are reviewed by panels of independent 
scientists, almost all of whom are not employees of the government, who rank them 
for originality and scientific merit; ranked grants are then funded pretty much ac- 
cording to their order of merit. 

Each of the NIH institutes also funds intramural programs, mainly on the Bethes- 
da campus, as well as having the power to grant contracts on specific research or 
development areas which they deem most important. The intramural NIH programs 
are very much like the ROl programs, althoug! they do not face the same type of 
independent review as the ROl grants. In contrast to the investigator-initiated 
grants the contract programs are initiated without a requirements for broad-based 
review. The contract programs therefore depend for their success on the v'isdom and 
breadth of the NIH administrators to develop the project areas, to publicize their 
availability, and to select the successful contracts, during the past 5 years the 
NIAID intramural and contract programs have risen to be the major recipients of 
funding, at the expense of ih<i ROl grants. 

Even for those ROl grants which are funded, for the past several years grants not 
classified by NIAID officers to be relateH directly to AIDS research have under 
severe funding cutbacks, averaging 5-15 percent per year rather than the actual 10- 
20 percent inflation for personnel and materials. The types of research not classifir i 
under the AIDS rubric, to name a few, include many fundamental studies in animal 
models of virus infections; molecular genetic research of several related virus types; 
the fundamental aspects of T cell development, including the origin and lif** history 
of CD4 T lymphocytes, and the kinds of T cells which carry out anti-viral immunity 
in ways which wall off or eliminate virus-infected cells; research involving isolating 
and crystallizing the envelope proteins from m mbers of the retrovirus family to un- 
derstand their structures, a prerequisite to defining how these viruses attach to and 
destroy CD4 T cells; the isolation and crystallography of the CD4 proteins; and the 
basic studies of the footprints viruses leave on the surface of infected taiiget cells 
which allow immune T cells and other killer cells to recognize and destroy those 
virus infected cellp. 

Although one might think that shifting these funds from ROl grants to contracts 
might lead the best of th. independent external investigators to respond to requests 
for funding under NIAID contracts, in fact this is usually not the case. Most highly 
intelligent and accomplished investigators do not wish to surrogate their own ideas 
and projects to those dictated and administered by other scientists (most of whom 
may not be as bright or as accomplished as the external investigator). Thus on the 
basis of funding alone, most NIH institutes ha^e not been successful in attracting 
outstanding and accomplished investigators to commit themselves to a long-term re- 
search program related to AIDS, or to developing the fundamental knowledge base 
important for AIDS research 

The best people working in external research labs are bright young students who 
are beginning 1) undergraduate research experiences, 2) graduate studies in the bio- 
medical sciences, and 3) postdoctoral research training prior to obtaining a research 
or academic appointment. Unfortunately, the trend in Public Health Service and 
National Science Foundation funding for the past several years, and acutely in the 
past year, is to limit or decrease numbers of fellowships for imdergraduates, gradu- 
ate students, M.D.-Ph.D. students, and postdoctoral fellows. 
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To summarize, while the increased funding for NIH intramural programs has 
paid off spectacularly in AIDS molecular virological and immunological research, 
these precious few laboratories cannot develop the required knowledge oase on their 
own. The net affect of an AIDS funding mandate has therefore been a very signifi- 
cant shift in PHS funding away from external investigator-initiated grants and to 
NIH intramural and NlH directed contracts, neither of which involve broad-based 
peer review. As a result the payline for external investigator-initiated grants in 
some of these crucial areas has become even more stringent, resulting in a dampen- 
ing rather than an expansion of first-rate investigation and training. While it is 
clear to most members of the NAS/IOM panel that our commitment to fight the 
AIDS epidemic will require prolonged and intense research, these actions will deny 
creation of a long-lasting infrastructure necessary to develop the understanding of 
the normal physiology of those parts of the body attacked by the AIDS virus, and 
for understanding how AIDS and AIDS-related viruses are involved in the patho- 
genesis of AIDS. 

AIDS so far is a human disease, and much of what we know about the events that 
occur from the moment of contact with the virus to the time the patient reaches 
terminal stages of his or her illness in the hospital is fragmentary at best. Hospital 
care and autopsy analyses have taught us much about terminal stages of the dis- 
ease, yet we do not yet know 1) the mechanism(s) by which the AIDS virus trans- 
mitted from one person's cells to another person's cells; 2) the events that occur that 
spread the infection from one part of the body to the next; 3) the events that lead to 
a successful antibody response to certain parts of the virus, but an unsuccessful T 
cell-mediated elimination of the virus-infected cells; and 4) whether the virus elimi- 
nates the CD4 T cells during their development in the bone marrow and the thymus 
directly, or by some indirect means. In fact, published research shows that although 
over 99 percent of the CD4 T cells are eliminated during the course of HIV infection 
leading to AIDS, at no time can the virus be found to be produced by more than a 
rare subset of CD4 T cells (the highest estimates I have seen are still less than 1 in 
10,000 of these cells). Because there are appropriately very important medical and 
ethical safeguards against unwarranted invasion of the human body to find answers 
to some of these questions it is likely that we shall continue to be largely ignorant 
about the full extent of the introduction, spread, and pathogenic consequences of 
HIV infection throughout the coui*se of human disease Even if it was possible to 
obtain rapid, complete, and sterile autopsies on HIV-infected individuals who die of 
other causes (for example, accident, su'cide, myocardial infraction), the limitations 
on such research will not lead to the answers we n^red to have. 

Naturally occurring retroviral infections leading to significant acquired immuno- 
deficiencies have been found in several vertebrate species. Although only a few po- 
tentially produce a syndrome quite similar to human AIDS, none has been studied 
sufficiently to elucidate the mechanisms of pathogenesis, so that one could know 
whether the different types of the immune deficiency result from similar or differ- 
ent basic mechanisms. Simian AIDS and simian retroviruses are perhaps the most 
relevant potential examples It is conceivable that a large scale effort on simian 
AIDS could be developed which would allow one to develop genetically defined mon- 
keys which would allow the transfer of immune rejection of virus-infected cells from 
one individual to the other, therefore allowing scientists to work out questions of 
the spread of the infection and the host immune response to it. Despite the emer- 
gency of knowledge of these important models, actual NIH funding for examples 
such as simian AIDS decreased for the several years leading up to 1986. 

A completely analogous animal model of HIV-induced human AIDS has not yet 
been found. Nlost of what has been learned about fundamental aspect of animal 
virology, immunology, lymphocyte biology, and to a lesser extent neurobiology has 
come from extensive investigations with genetically defined inbred strains of ro- 
dents. In these times of recombinant DNA manipulations of retroviruses and tissue 
culture cells and of transgeii'C mouse strains, it is possible that a completely analo- 
gous animal model of HIV-induced human diseases might be developed The result 
of such a development would be the rapid entry of a large number of first-rate scien- 
tists at a number of levels into the AIDS field- 

HIV is a human pathogen, and its study requires high-containment facilities. The 
lack of such facilities is a barrier for many first-class scientists to enter the field In 
the future, if HIV-infected animal models are developed, high-containment animal 
facilities will be required to guarantee safety and the full participation of the wider 
scientific community in AIDS research 

For example, at Stanford University and Stanford Medical School (and proba^\v 
elsewhere) there is no HIV containment facility available to qualified investigators 
who wish to follow their own lines of inquiry; and no fully developed high contain- 



ERLC 



270 



ment animal facility to house mice or other animals of an important animal model; 
and no funds to build such facilities for common use by qualified investigators. Fur- 
thermore, due to the repeated funding restrictions from NIH on purchase of new 
and high cost equipment many laboratories are still working with instruments such 
as ultracentrifuges which are 10-20 years old. Finally, there is no NIH funding 
available for construction of new or renovation of old laboratories. Thus many out- 
standing laboratory groups continue to work in overcrowded and underequipped fa- 
cilities. High cost special new facilities such as those requirer to do modern struc- 
ture analysis by x ray crystallography and related technologie. do not exist at many 
academic and research campuses, and NIH moneys required tu develop these facili- f 
ties p.re not easily obtainable. 
Recommendations: 

1. All AIDS research funding should be incremental to already established NIH 
funding levels plus inflationary increases back-dated to 1982. 

2. Funding for AIDS research should be broadly defined, and certainly should in- 
clude those areas of fundamental immunobiology, virology, lymphocyte biology, de- 
velopmental biology, "nd neurobiology which could provide the knowledge base for 
future advances in AIDS research. Most of this broadened funding should be via in- 
dependent investigator-initiated ROl or POl grants. 

3. Construction and renovation costs should be added into the AIDS research 
budget, and the goal of such construction is first tn provide safe containment areas 
for investigations with hIV, wiih HIV variants, and with animals infected with 
HIV and HIV variants; second, to provide multiple structural centers using high 
cost, high tech equipment to study the structures of HIV molecules, of molecules on 
T lymphocytes utilized for infection, and of molecules used for targets of immune 
attack against HIV infected cells; third, to upgrade and extend breeding, genetic 
definition, and high containment facilities for animals involved in animals m^els of 
AIDS, particularly simian and rodent species. 

4. Establish research fellowships and research training programs at the under- 
graduate, the graduate, the M.D.-Ph.D., and the postdoctoral and postclinical train- 
mg levels with sufficient slots and competitive salaries to attract the best young 
minds in America into AIDS and AIDS related research. 

[Note: This document is derived from a background paper by the author written 
for the National Academv of Sciences/National Institute of Medicine panel on AHDS 
which carried out a study in 1986, culminating in a report released in October of 
1986. The author of this document wrote the background paper entitled Pathogene- 
sis of AIDS for the Committee, on which he served as both a member of the steering 
committee and a member of the panel. Because the research for the report was com- 
pleted by May, 1986, this document could be inaccurate on some non-scientific issues 
relating to funding subsequent to October, 1986.] 

Mr. Walgren. We appreciate that testimony and we are pleased 
to give you the flexibility to add to it, either as we close or even in 
after-thought by writing. 

There are some more bells that are ringing. Why don't I jast go 
over there and vote and come right back, and this will take us 
about 5 minutes, and then we will be able to turn to the balance of 
the witnesses. I apologize for that, but we have no control over it. 
Be right back. 

[Brief recess.] 

Mr. Walgren. Let's go back on the record and turn to Dr. Corey. 
Dr. Corey. 

STATEMENT OF LAWRENCE COREY 
Dr. Corey. Thank you, Mr. Walgren. 

It gives me pleasure to address you to Jay concerning my and 
many of my colleagues' perception of some of our country's imme- 
diate research needs. 

I come to you in my role as Director of the University of Wash- 
ington's AIDS treatment program, as a physician who has been a 
researcher, medical educator and patient care advocate of persons 
with viral sexually transmitted disease for over 12 years, as a pro- 
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fessor of medicine who leads a research group in the AIDS treat- 
ment, is a'^sociated sexually acquired cofa.^ors, and as the director 
of one of whe few trai .*ig programs in viral sexually transmitted 
diseases in the United Stages. 

The charge of your committee concerning our country's needs for 
solving this problem are extensive and many qualified persons 
have already addressed you. I am not going to minimize any of the 
^ import^ce of others' perceptions and concerns but will limit 

myself to a rather focused area, the necessity of providing facilities 
tn pe^ urm clinical research for what we tr "ni secondary preven- 
tion of AIDS: that is, stopping the development of AIDS in those 
who have infection with the human immunodeficiency virus. 

By way of background, I think everyone realizes, and Dr. Silver- 
man has gone through this, that the agent that causes AIDS is a 
formidable opponent in that the AIDS epidemic or what should 
more appropriately be called the epidemic of HIV infection in viral 
sexually transmitted infections that we are experienci*ig in the 
United States will not be amenable to a quick fix. To develop the 
biological know-how on how this virus persists in the human host 
for an extended period of time and what are the host immune re- 
sponses that provide protection will, to adapt a phraje, take our 
best and brightest. 

These pieces of information are necessary if we are to develop a 
vaccine. To develop better therapies t > slow down what appears to 
be a nearly inevitable progression of this infection will also take a 
concerted research effort involving scientists in nearly every con- 
ceivable discipline. The data that indicates that after 7 ye«rs, 
nearly 30 percent of those infected with HIV develop AIDS, an ad- 
ditional 25 percent of symptomatic illness spurs those of us who 
are involved in r *^arch toward the development of new therapies 
with an almost nig^itmarish urgency. 

However, despite our resoluteness concerning this task and our 
willingness to devote 80- to 100-hour workweeks to achieve this 
goal, we also are frustrated by the lack of facilities to accomplish 
this charge. I applaud the committee's insight in authorizing re- 
gional AIDS research centers; however, the nature and amount of 
money available to these centers is mac' equate. 

CapitCil cohj /uction for specialized laboratories and clinical fa- 
cilities for AIDS patients and researchers is needed similar to the 
cancer research centers so successfully implemented about 15 years 
ago. It is not unusual — in fact, I find it common — to have many of 
the brightest of our g- .iduate students or meJical students come to 
us and ask to work in the area of AIDS research. They and T are 
willirT to compete through the peer review system to obtain fund- 
ing iKj conduct the experiment-s. Ti*v money and sometimes even 
the equipment to perform their experiments are oftf n available. 

What is not available, however, is the space to do the ork. I am 
not talking about spaced used between 9 o'clock dnd 5 o'clock but 
space that is already occupied at night and on weekends. In the 
last year I have personally had five doctoral and post-doctoral per- 
sons with superb research training ask to participate in our treat- 
ment and vaccine-related research. All had to be referred else- 
where because f^f the lack of space. All are now working in other 
areas, lost to the AIDS research effort for ye? . s, if not forever. 
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In fact, recently I recalled one of these particularly excellent stu- 
dents who had previously approached me because we now hci 
some money to fund her. She, however, was involved in another 
project with another organism and could not be persuaded to leave 
the bench for her work. 

When we talk about space, as you have heard earlier, we are 
talking about P-3 or high containment laboratory space, the kind 
of laboratory space that is expensive to build and, frankly, is more 
space per person. You can not afford to have accide* fs in the labo- 
ratory when working with this virus, and we need lese kinds of 
fac'iities. They are costly facilities. They are facilities that must be 
well staffed and cannot be rrov/ded. 

As a scientist, I am trained as more of an observer than a predic- 
tor; however, it is apparent to those of us working in the field that 
in the next 5 years we will be faced with the administration of an- 
tiviral drugs to a large spectrum of persons infected with the aids 
virus. The monitoring of these patients will require sophisticated 
virology and immunology laboratories. We will be faced with train- 
ing primary care physicians in technologies of health care and ex- 
perimental therapy that are new to them. 

If we are to offer the latest available modalities of therapy to 
these persons, we must establish regional centers of excellence that 
possess the persons, the core laboratories and scientists to conduct 
these studies, to train health care personnel in the care of these 
patients and conduct the pioneering studies to extend the duration 
and qualify of survival. Parenthetically, I would say having an ef- 
fective drug that can be given to the asvmptomalic seropositive 
persons will, I think, go a long way towards solving the ''dilemma" 
of resistance to testing for HIV. 

While there have been moneys appropriated for the conduct of 
these studies and even the establishment of regional centers, there 
has been none for the construction of the facilities in which to do 
the studies. The current problem is a longstanding one in which 
space for biomedical research has been inadequate for years. Ren- 
ovation moneys will not solve this problem. 

Frankly, it is not possible to proceed with the efficiency and -^ace 
which this problem deservet^ without the bricks and mortar to 
tackle the problem. 

The model of the cancer center is, in my opinion, an excellent 
one and one which has been successful in bringing the latest avail- 
able modal'ties of therapy to patients. I would envision at least 5 to 
10 to even more regional clinical basic and research centers that 
would contain outpatient facilities for the conduct of clinical re- 
search, wOre virology and immunology laboratories needed for the 
support of these studies, and basic and clinical science laboratories 
to bring the bench scientists, the clinicians and patients. This ap- 
proach will speed research and optimize care. 

Specifically, [ would even suspect that at least any facility wouM 
neeH ::proximately 40,000 square feet to house the appropriate x'a- 
cili .s, and approximations are made in thf^ testimony i have sub- 
mitted. Without these types of ct ters, 1 - time line to conduct 
clinical studies and to provide the latest available modaUlies of 
tiic^apy to patients with this infection will not proceed V/ith the 
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pace and the expectations of the American public and its elected 
representatives. 

I know there is at times resistance to the construction of build- 
ings. However, the cancer research centers, such as the Dana 
Farber and th.. various other ones, Hutchinson Center in our city, 
are successful models of the bricks and mortar that save lives in 
cancer therapy. A similar approach is needed ^or HIV infections, 
^ centers that mold a cohesive group of basic clinical scientists, phy- 

sicians, epidemiologists, educators and health care personnel 
trained in the prevention, and control and education of sexually 
transmitted diseases, persons interested and dedicated to as expedi- 
tious a solution to this disease as is humanly possible. 
Thank you. 

Mr. Walgren. Thank you very much. Dr. Corey. 
Mr. Callen. 

STATEMENT OF MICHAEL CALLEN 

Mr. Callen. Four years ago I was one of three people with AIDS 
to testify before Representative Ted Weiss' Subcommittee on Gov- 
ernment Operations on the subject of the Federal response to 
AIDS. Anthony Farrara and Roger Lyon have since died. I carry on 
their fight because they cannot. 

Sometimes I feel like the Elie Wiesel of AIDS. I feel compelled to 
testify to the world about an almost unspeakable horror. With 
AIDS the task is not merely to remember those who have died; it is 
to prevent more death. Not everyone dies from AIDS and AlDS-re- 
lated conditions, just mostly everyone. 

When asked to speculate on why I am still standing, I usually 
joke: ''Luck, Coca-Cola Classic and the love of a good man.** One 
thing is for sure. My survival has nothing whatsoever to do with 
Federal treatment research efforts, and it is this problem of treat- 
ment research that I am here today to address. 

I am sure you will understand why those of us with AIDS are 
impatient. We do not have time to wait for the research systems 
already in place to move at the glacial pace for which bureaucra- 
cies are famous. While I do not doubt the personal commitment of 
many NIH scientists, it is clear that the U.S. Government s track 
record in terms of treatments ibr AIDS is nothing short of scandal- 
ous. 

More than 6 years into t!.e AIDS crisis, we have fewer than 1,000 
people enrolled in treatment trials in the AIDS treatment evalua- 
tion units. More di tressing btill is the paucity of compounds tested. 

I would like to discuss an exciting development which might dra- 
matically speed up finding treatments for this insidious disease. 
One of my main criticisms of Federal efforts derives from the fact 
that treatment research priori cies are set almost entirely by aca- 
demic, bureaucratic research scientists. The valuable insights of 
general practitioners who are dealing with the day-to-day patient 
management are undervalued or ignored. This is a waste of knowl- 
edge which we can ill afford. 

In an attempt to mine this largely untapped resource, the People 
With AIDS Coalition in New York has iormed the Community Re- 
search Initiative. CRI has been set up to pe*-mit community physi- 
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cians to conduct treatment research in their own offices using their 
own patients. This should dramatically expand the number of 
people involved in trea^^ment trials, which in turn will provide 
better answers faster. 

Briefly, here is how CRI works. In the United States, all research 
involving human subjects must meet certain appropriately rigorous 
standards. A protocol must be written outlining precisely what is 
to be tested, how and why. This . ."^tocol must then be reviewed by 
a scientific advisory body. In addition, institutional review 
board made up of community represente j must ensure that re- 
search subjects will not be exposed to unnecessary risk. Someone 
must also coordinate the enormous logistic details of recordkeeping, 
subject solicitation, coordination of appointments and procedures 
and the analysis of findings. 

All of these functions neceisary to conduct FDA-approved re- 
search are normally presen-*^ jnly in medical centers or at Federal 
research institutions, but the one things medical centers lack is the 
subjects themselves. They are forced to advertise for subjects or to 
rely on referrals. 

CRI proposes to bring the mountain to Mohammed, so to speak. 
Local physicians already have the patients. What they lack is the 
administrative structure to conduct trials in their own offices. The 
Commuiity Research Initiative provides such a structure. Ther 
are several immediate advantages to this approach. One, while the 
ATEUs have some trouble filling trials, community physicians 
have large and willing patient populations from which to draw. 

Two, since community physicians would be responsible for coordi- 
nating day-to-day care, they would be more likely than a medical 
center researcher to know all the medications that a patient is on. 
Many patients who participate in the AZT trials concealed the fact 
that they were on other medications during that trial. This may 
have hopelessly undercut the value of those trials. This problem 
would be reduced or eliminated if general practitioners could con- 
duct research on their own patients. Thi^- would be an enormous 
advantage. 

Three, the major asset boils down to this. Community physicians 
have the trust of theii patients, a major advantage given the gener- 
al level of suspicion which has surrounded Fetleial treatment ef- 
forts to date. 

The final advantages are these. CRI can conduct FDA-approved 
resea* zh faster and cheaper and perhaps better than more tradi- 
tional avenues, faster because ihe will to move quickly is there, 
c eaper because there is less overhead since doctors use their own 
offices to conduct the research, and perhaps better because a com- 
munity with its back against the wall of AIDS will not per.^iit any- 
thing but the highest quality of science to occur in its name. We 
can avoid the bureaucratic eii^renchment and silly turf battles 
which I believe have plagu^ AIDS research treatment to date. 

A founding principle of the People With AIDS self-empowerment 
movement is that people with AIDS ou^ht to have a say in process- 
es where decisions are being made whicii directly affect our lives. If 
treatment priorities must be set, they ought to reflect input from 
those of us most directly affected, people with AIDS. 
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Lest anyone fear that people with AIDS are unable to objectively 
and effectively participate in the design and execution of clinical 
trials, I hasten to point out that the scientific advisory body which 
currently reviews CRI protocols contains individuals of the highest 
scientific caliber, many of whom also review protocols for the 
ATEU's. 

We have sought out and gained the support of many of the lead- 
ing AIDS experts in this country. We are committed to conducting 
top notch research. Our lives deserve no less. CRI would comple- 
ment, not compete with parallel Federal efforts. 

It can be done. Creative solutions are necessary for these crisis 
times. American history is replete with examples of what this 
country can accomplish if it puts its mind to something. 

I seek your support and welcome your questions. Thank you. 

Mr. Walgren. Let me just ask for some short answers because 
these are second bells and it gives us just a couple of minutes and 
then I am going to have to go back over t^8re. It only makes sense, 
I think, at that point to end. 

Mr. Callen, one of the concerns in AIDS drug evaluations is the 
protection of human subjects from harm. Can you describe the pre- 
cautions that your organization might take in protecting people 
from research risks? Is there anything you would like to add in 
that area that would be helpful for the record? 

Mr. Callen. I am a member of the Institutional Review Board 
for the CRI, and I can tell you t .at we go over these issues in ex- 
cruciating ethical detail. One example is we were approached to be 
involved in a trial of DDC, and a group from our Scientific Adviso- 
ry Committee went » to the company and looked at the data and 
has rejected pu-suii.^ chose trials further. 

There are y in the lesbian and gay community, and particu- 
larly the ATDb community who aie arguing that we should deregu- 
late and that anybody should be able to take any substance they 
want. I am not of that view, nor is the Community Research Initia- 
tive. We believe that the regulatory system can work, that there 
need to be safeguards, and we would be committed to .lot pursuing 
any trial where the risks outweighed the potential benefits. 

Mr. Walgren. Dr. Weissman, you indicate, and Dr. Corey as 
well, that we need these facilities, that these facilities will be sub- 
stantial. Obviously, there can be only several of them. How would 
you place them at that point? Do you have any shorthand for the 
guidance of those who argue that these facilities should be placed 
by picking a city or picking an institution? How do you pick among 
the institutions if we dont have enough to go around? Is that a 
problem that you feel deserves to be addressed? 

Mr. Weissman. I think that for high containment, P-3 facilities, 
they are expensive but not so expensive that each medical center 
cannot afford having one or more. I would suggest that they be 
funded through investigator-initiated grants, going before the usual 
kind of review body justifying their need to have that kind of facili- 
ty at that school, and then take their chances with the peer review 
process. 

For something that might be very special and very expensive, 
that is, developing high-containment primate faciliti^^s and very 
large breeding facilities for vhat we would call hist umpatible or 
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genetically defined monkey lines so that one could really do that 
important kind of research, obviously you can't do that every- 
where. 

Again, there ana very fine primate centers at several places | 
around the country that could carry this out if they had sufficient 
support. 

Mr. Walgren. Let me on behalf of the committee thank you all 
for being a resource to us, and particularly Mr. Callen for being a f 
very special resource to us. We appreciate very much your reach- 
ing ou^. to us in tnis process, and we appreciate each of you being a 
resource that we can reach back to. 

I apologize for and I know Mr. Waxman would want me to ex- 
press his apologies for the interruptions and the fact that he had to 
meet another commitment at the time your panel came up, but 
that doesn't mean that we appreciate you any less. 

Thank you very much, and we will look forward to where we go 
from here. 

[Whereupon, at 5:43 p.m., the hearing was adjourned.] 
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ABSTRACT: Parental verbal and nonverbal responses are often cited as contributing factors in the 
development of stuttering in young children. Parents are counseled, for example, to reduce the 
number of questions they ask their stuttering children despite the lack of evidence indicating that 
they ask their children too many questions. Gnu purpose of the pi^sent study was to examine 
whether the mothers of young stuttering children differ firom the mothers of young normally 
disfluent children in their verbal interaction patterns during fipee play with their ctBdren. A second 
purpose of the study was to investigate whether disfluency in young chiidrcn is related 
systematically to the type of speech act expressed. Four preschoolers and their mothers 
participated in the study. Forty-five minute conversational speech samples which were audio- and 
video- recorded were analyzed. Resplto mdicated that the speech act categories used most 
frequently by the two groups of mothers did not vary in percentage of occurrence. The mothers 
did differ, however, in the number of utterances they produced when compared to the number of 
utterances produced by their children. The mothers of the stuttering children talked more 
frequently. With regard to the patterns of disfluency displayed by the children, there was a trend 
for the normally disfli'cnt children to produce more disfluencies on statements while the young 
stuttering chiidrcn were more disfliient on descriptions. Both groups of children exhibited more 
whole- and part- word repetitions than any other types of disfluency. 

RESEARCH QUESTIONS 

1) Do the intentions expressed most typically by the mothers of nonstuttering children during play 
differ from those expressed most typically by the mothers of beginning stuttering children during 
play? 

2) Is the frequency of disfluency in young nonstuttering children's speech related to the type of 
intention expressed in messages? 

3) Is the frequency of disfluency in young beginning stuttering chiidrcn related to the types of 
intentions expressed in messages? 

4) Do nonstuttering children and nonstuttering children differ with regard to the nature of the 
relation between intentions in messages and the frequency of disfluency in speech? 
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Subje cts 

The subjects in this study were four sets of mothers and their preschool children. Each of 
these children was referred to the experimenter at the Northwestern University Speech and 
Language Clinic because either or both of the parents were concerned about their child's 
disfluency. The experimenter evaluated the disfluency of each of the chiidrcn over several 
sessions. Results of the evaluation suggested that two of the children werc incipient stutte. ers and 
two were normally disfluent speakers. Therefore, at the time of the session reported in this paper, 
all of the mothers believed their children to be beginning stutterers. All subjects came from 
Caucasian, monolingual, middle-class home. They were all free of physical and sensory 
abnormalities. See TABLE 1 for subject testing information. 
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Data rollection Procedures 

Data collection took place in the homes of the subjects. The mothers were instructed to 
play with their child using toys provided by the examiner. Each parent-child interaction was 
videotaped for 45-minutes. The interaction was recorded with a Panasonic color video camera and 
a Quasar videonecorder and tuner both of which were in view of the mother and child A time 
generator on the camera was used to record actual times of occurring events in the sample for later 
analysis. In addition to the videorecording, an audiotape recording was collected using a Sony 
stereo cassette recorder. This recording was made to insure clarity of the audio portion of the 
interaction. 

Coding Rules and Procedures (abridged^ 

Initially, the videotaped/audiotaped samples were transcribed into orthographic records. 
General activities and other nonverbal infonnation relevant to the situation were noted After this, 
t>iese transcripts were transferred to coding sheets where seven types of analyses were completed. 
Disfluency measures were derived first T^ien the number of conversational turns and utterances 
was tallied. Next, ail utterances of the mother and the child were coded for the various intmtions 
expressed Fourth, the total number of tokens of each intention expressed was tallied for the 
parent and for the child Then the total number of disfluencies per speech act was derived The 
mean length of utterance for the three speech acts where that greatest percentages of disflaracies 
occurred was calculated next Finally, the types of disfluencies noted most often per speech act 
were recorded. 

Conversations were separated into conversational turns and all turns into utterances. 
Utterances were bound together by a pause, a rise or a fall in intonation contour, or grammatical 
completion. Sometimes, two utterances were bound together in one breath. Here the coder 
listened to intonational cues and decided whether or not the speaker intended the utterance to be one 
continuous or two separate utterances (Golinkoff & Ames, 1979). TABLE 2 provides examples 
of coded utterances* Conversations w^ displayed on a written page* The person who was 
talking, the interaction number, and the exact interaction were ident^ed on the wiitten transcript 

Throughout the conversational context, a "narrative" or glossing was supplied (Miller, 
1979). This was used for combining the context and utterance in order to specify the meaning and 
sttOiCture of each utteracne so that someone reading the transcript would be^le to understand what 
was going on without returning to the original tape or flying oitirely on the verbal context 

When an utterance or part of an utterance was unintelligible, a series of "x" marks 
indicating the genera) length of the unintelligible word or words was supplied That meant that an 
unintelligible utterance was heard and was excluded typically from the coded corpus. Double 
brackets ([[ ]]) indicated that two utterances or parts of the utterances were said simultaneously. 
Such an overlap was considered an interruption. 

Analysis of the Data 

^ The following analyses were completed for each parent-child dyad 

1. Frequency of stuttering and normally disfluent speech behaviors. 

2. Total number of turns. 

3. Total number of utterances. 

4. Frequency of the tea different speech act (intention) categories. See 
APPENDED C for the list of speech acts and their definitions). 

5. Total number of disfluencies per speech act (intention) category. 

6. Mean length of utterance in syllables for the three speech acts containing the 
greatest percentages of disfliiency. 

7. Frequency of the different types of disfluencies per speech act type. 
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RESULTS 

A total of 3034 utterances were coded and evaluated from the conversation of the four 
dyads. Of these, the mothers produced 1394 utterances and the children, 164G. 

Child Measiires 

1. Disfluency Measures. Tne two nonstuttering children exhibited primarily "word 
repetitions" with die next most frequently occurring category of disfluency being "part-word 
repetititions". The stuttering children produced mosdy "part-word repetitions" and "word 
repetitions" iii diat order of frequency. See FIGURE 6. 

2. Conversational Turns. Two general findings can be observed First, the total number 
of turns per child varied across die group of fo ir children with die youngest nonstuttering child 
^Sl) exhibiting die fewest turns anid die youngest stuttering child (SI) exhibiting the greatest 
number of turns. Second, in all cases, the number of mother tums was similar, if not die same, as 
her child's. This finding would suggest that there was a regular interaction pattem in each mother- 
child dyad. See nGURE 7. 

3. Utterances, The youngest nonstuttering child (NS 1) produced the fewest number of 
coded utterances while the oldest nonstuttering child (NS2) produced the greatest number of 
utterances. 

4. Speech Act Measures. The most firequendy occurring speech acts for all four subjects 
included Descriptions, Statements, and Requests. The overall 'percentage of use of the 
different speech act (intention) types did not seem to differentiate bet /een the two groups of 
children - nonstutterers and beginning stutterers. Rather, the agp of the subjects seemed to be of 
greater importance in identifying the differences among die children. 

5. Speech Act Categories and Disfluencies. TTie two nonstuttering subjects were most 
disfiuent on Statements. A different pattem of disfiuency emerged for the two stuttering 
children. For these two children. Descriptions incurred die greatest percentage of disfiuencies. 

6. Mean Length of Utterance. This procedure was completed to examine the influence 
length of utterance might have on the occurrence of disfiuency. See FIGURE 13. An assessment 
of tihe relation between MLU and disfluency revealed two pattems. First, the presence of 
disfluency in the speech of the nonstutterers did not appear to be influenced by utterance length. 
Nonstuttering Subject 1, for instance, exhibited the fewest disfluencies on Descriptions; die 
longest utterances on the average that he produced were Descriptions. A similar pattem was 
seen for Nonstuttering Subject 2. He produced the fewest disfluencies on Requests; Requests 
were his longest utterances on the average. 

The stuttering subjects demonstrated a different pattem. Here, length of utterance did seem 
to be influential. Stuttering Subject 1 exhibited the greatest number of disfluencies on 
Descriptions; Descriptions were on the average the longest utterances she produced. The 
second stuttering subject demonstrated a similar pattem. Descriptions contained the greatest 
percentage of the total ntrnGiber of disfluencies and were also the longest utterances produced. 
Length of utterance seemed more influential with Stuttering Subject 1 than it did with the second 
stuttering subject This youngster, thw oldest of all four cli^d subjects, exhibited a more confirmed 
stuttering problem as his disfluencies were more equally distributed across all speech acts. 

7. Disfluencies per Speech Act The relation between types of disfluencies and speech acts 
expressed was examined. All four children produced primarily **word repetitions" on Statements 
and Descriptions and primarily "part-word repetitions" on Requests. 
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Mother Measures 



1. Intentions. All four mothers produced similar patterns in their use of speech acts. The 
three most frequently expressed speech acts included Descriptions, Statements, and 
Requests. See FIGURE 15. 

2. Utterances. Three findings can be seen in the data displayed in FIGURE 14. First, 
the number of motlier utterances for each mother varied across the group. Second, the mother of 
the youngest, nonstuttering child produced the fewest utterances; the mother of the youngest 
stuttering chUd, the most Third, the modiers of the two stuttering children produced more 
utterances than the mothers of the two nonstuttering children. 

3. Comparison of Child and Mother Utterances. A con5)arison of child and mothf /s 
utterances can be viewed in FIGURE 14. Observation of the data indicates that the mot of 
the stuttering subjects produced more utterances overall than did their children while the mothers of 
the nonstuttering children produced fewer utterances than did their children. The ratio of child 
Utterances to modier utterances for bodi nonstuttering children was 1.4 to 1. The ratio of child 
Utterances to modier utterances for the stuttering children */as .91 and .96 to 1. 

DISCUSSION 

llie present study addressed two basic issues. First, it tested the bases of the claim 
proposed by Johnson. One question asked was whedier mothers of stuttering children interact 
differently with their childrCi* than do mothers of nonstuttering children. The present study 
allowed a valid comparison between two groups of mothers and their children to be made. Bodi 
groups of child subjects displayed disfluencies. Both groups were referred to die investigator 
because their mothers had already diagnosed them as stutterers. Only two of the four children, 
however, had a defined stuttering problem. Thus, all mothers were faced with the same situation - 
a disfluent child who might have a long-term problem - but only two of the mothers were 
interacting with a diagn(^ed stutterer. Any observable differences between the mothers' interaction 
patterns would be less likely attributed to differences in experience or perception and more likely 
attributed to some inherent characteristics in their personal interaction style. So, if there is 
something consistently different about the interactions of the two mothers of the stuttering children 
compared to those of die modiers of the normally disfluent children then there would appear to be 
evidence for a maternal interaction style related to stuttering. (Remember, at the time of the initial 
taping, none of the modiers knew whether or not their child was a beginning stutterer.) 
Preliminary analyses of the data would suggest that indeed this is the case. Findings, diough not 
supportive of qualitative differences in the verbal behaviors of motl.ers of stutterers, do support the 
idea diat diere is a maternal interaction style for stuttering. Conrad (1985) found similar results 
during one of her prescribed activities. In her study and the present study, mothers of stuttering 
children talked mcxc often than did their children. This increased talking by mothers of stuttering 
children may be a result of two factors. The first is the need of the modiers to control the situation 
while die second might be die children's lack of spontaneous speech. While in diis latter case, 
modiers might talk more because their children talk less, die former suggests that the lack of talking 
on the children's part may be attributed to the directive or more responsive style of the mothers. 
Caution must be exerciseid in assigning cause to one or another reason because it is likely diat die 
effects noted are td-directional. 

Second, this study addressed whedier disfiuency in young children is systematically related 
to the type of speec act expressed This question arose out of an interest in (a) how die content of 
a child's utterance i ;ht contribute to the occurrence of disfiuency and (b) whether differences in 
die frequency of dis.. uency across speech act categories wcuM serve to differentiate stuttering 
children from normally disfluent childrea Such i^ormation could prove (tiagnostically and 
dierapeutically pertinent Findings firom diis study suggest that while the four children exhibited 
similarities in their use of speech acts, the location of disfluencies across these speech acts 
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differentiated the groups. Again, results revealed that these four children most frequently prcxluced 
Descriptions^ Statements, and Requests. And whJc the nonstuttering children produced 
most of their disfluencies on Statements, the young stuttering children produced most of their 
disfluencies on Descriptions. The incipient stutterers produced a majority of their disfluencies 
when expressing in detail various aspects of the environment These children performed similarly 
to die young subject in die study by Pollack et aL il9S6). 

The finding that the stuttering children produced more disfluencies on Descriptions may 
account for the observed difference in maternal dominance by itself. The stuttering chUdren in this 
study produced long descriptions. The length of these Descriptions appeared to influence the 
presence of disfluency. Meyers & Freeman (1985) found that all mothers interrupt chilcken's 
disfluent speech significantly more often than diey interrupt children's fluent speech. Given that to 
be the case, it seems likely that mothers ^vould not only be more likely to intenrapt but also attempt 
to exercise control over ciie conversation by taking longer turns as well. Meyers & Freeman 
examined intermptions in their study . Interruptions are one aspect of tum-taking behavior. Tum* 
taking appears to be orderly in average conversations (Jaffe & Feldstein, 1970). The system of 
signals and rules that underlie orderly tum-taking is, however, apparentiy complex, b is possible 
that when a speaker exhibits disfluency, this dis^uency is perceived as a turn-yielding signal. 
Another possibility might be tnat disfluency is interpreted as a signal that the speaker is 
experiencing difficulty finding a word or expressing a thought In this case, die mother may be 
intermpting or taking longer turns believing that she is providing assistance to her child 

In dus preliminary descriptive study, some new insights have been provided about the 
factors that may contribute to die development and maintenance of stuttering. There are, however, 
a number of limitations to this study (e.g., the small sample size). Hiese four children plus two 
others were followed once monthly over die period of a year. Further analyses will be pursued 
widi diis additional data. Until diat time, it is hoped that odier researchers might investigate similar 
issues. If die observations made in this study can be substantiated, the future of fluency dierapy 
for young, incipient stutterers will involve much more specific evaluation of difficult speech 
contexts and increased understanding of the importance of parental verbal behavior in die 
persistence of early stuttering. 
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TABliE 1. The performance of subjects on tests of speech, language, and hearing. 



SUBJECT 



AGE 



PPVT 



ARTIC 



HEARING 



DSS 



O-P 



DIS 



NSl 



NS2 



SI 



S2 



2;9 



4;1 



3;8 



4;11 



107 



100 



108 



92 



pass 
pass 
pass 
pass 



pass* 
pass 
pass* 
pass 



50th%ile pass 5% 



40th%ile pass 3% 



90th%ile pass 15% 



40th%Ue pass 19% 



All (ubjects ire from middle class homes. 
NS = Nonstutterer; S » Stutterer. 
AGE = age in years; months. 

H»VT = standard score fit>m the PEABODY PICTURE VOCABULARY TEST. 

ARUC = results £n>m the articulation screening section of the PRESCHOOL LANGUAGE SCALE. 

HEARING s results horn the hearing screening. 

DSS » percentile score fivm the DEVELOPMENTAL SENTENCE SCORING. 
O-P 3! results firom the oral-peripheral examination. 
DIS = percentage of disfluency in spontaneous speech. 

* All children passed the hearing screening at 20J3 except those marked. Due to noise in 
the home, these children had the 500 Hz frequency presented at 30dB which they then passed. 
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TABLE 2. A list of examples of utterances ftom the transcripts of the subjects 
explaining how utterances were analyzed 



The decision as to what was an utterance was made based on a combination of the 
definitions of pragmatic structure and syntactic propositional structure of 
uttCA'ances. 



EXAMPLES: 

A. You hold this and tell me what you want • 2 utterances. 

1. row /wWr/u5- REQUEST FOR ACTION. 

2. and tell me what you want ■ REQUEST FOR INFORMATION. 

B. Those are pretty big shoes, aren't they? • 2 utterances. 

1. Those are pretty big shoes • DESCRIPTION. 

2. aren't they? - REQUEST FOR INFORMATION. 

C. Yes, it looks like that • 2 utterances. 

1. ye5 - STATEMENT. 

2. it looks like that • DESCRIPTION. 

D. Wow, tliat's really great! • 2 utterances. 

1. Wow -CONVERSATIONAL DEVICE. 

2. that's really great • STATEMENT. 

E. Hello, Daddy? • 2 utterances. 

1. Hello - CONVERSATIONAL DEVICE. 

2. Daddy? - REQUEST FOR INFORMATION. 



s 




FIGURE 6. The most frequently occurring disfluencies as 
percentages of total disfluency. 
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FIGURE 7. A comparison of the number of turns 
per child and mother during a 45-minute session. 
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SI S2 SI S2 



NONSTUTTERERS STUTTERERS 



FIGURE 13. The mean I6ngth of utterance 
for the three most frequently occurring speech 
acts expressed by the four sut.icts. 



11 




FIGURE 14. A comparison of the number of 
child and mother utterances per session. 
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NONSTUTTERING SUP JECT 1 NONSTUTTERING SUBJECT 2 




SPEECH ACT TYPE SPEECH ACT TYPE 




SPELCH ACT TYPE SPEECH ACT TYPE 



FiGURE 15. The three most frequently occurring speech 
acts used by the 'our mothers. 



APPENDIX C 



SPEECH ACT CATEGORIES 



The following are descriptioas of the ten speech act categories used. Examples are provided. These are based on catcgones proposed by 
Folger and Chapman (1978). 



(1) DESCRIPTION: Represent observable or verifiable aspeas of the envLronment. Included in this category ar^: 

IDENTIFICATIONS: Thit'sabam; John'saboy; There's a big choo-choo. 

EVENTS: I'm drawing a house. 

PROPERTIES: That's a bear with a wheel. 

LOCATION: / put the dollar in the purse; Here's the neclace. 

G^) STATEMENT: Express facts, beliefs, attitudes, or emotions. Included here are: 

EVALUATIONS: That's right; Good. 
INTERNAL REPCiiTS: I'm tired. 

ATTRIBUTIONS (about other's internal suics): He wants to go. 
RULES: You can't ride the rocket; No. 
RESPONSES: Yes. 

(3) REQLTST FOR INFORMATION: Utterance seeks an informational response from the chUd. 
What's that? Where is the tear going? Is he playing wdh it^ 

(4) REQL^EST FOR PERMISSION: Speaker seeks the nght to do or accept som oimg 
Can I tie your shoe? 

(5) REQUEST FOR ACTION: Utterance seeks a behavior^ response from the addressee. Such requests can occur ui any of 
four fornis: 

QUESTION FORM: Why don't you feed him or apple? 

COMMAKO FORM: Get a blue block; Sit in your high chair, Look here. Come on 
EMBEDDED COMMAND FORM (use of 1st person plural): Let's look at this: Let's do your puzzle. 
STATEMENT FORM (indirect request): ft sure would be nice if you used your spoon 

(6) CONVERSATIONAL DEVICES: Utterance functions primarily to extablish or mamtain mterpersonal contact. Included 
are: 

BOUNDARY MARKERS: Hello; Hi; Thank you: Goodnight. 
CALLS: John (when not commanding action). 

ACCOMPANIMENTS TO ACTION: There; There you go, 0^ (if not mdicaimg "I wiU"); Oh, Oh wow 

(7) PERFORMATIVE PLAY: Any riddle, nursery rhyme, or reading from a book. 

(8) ELICITED IMITATION: Utterance explicitly asks for an imiution from the addressee. 
Say "night-night'*; Can you say "shoe"? 

(9) REPETITION: Utterance is an exact repetition of a remark including prosodic characteristics. 

(10) OTHER: Any utterance which are not words but sounds. Although many are conununicauve, their fimcuon is frequently 
difOcult to discem and tha^ were traced in this remaming category. 

Mmm; Ahemm: Ah-oh. 



